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CHAPTER I

INTRODUCTION

Self-Determination: Problem and Significance for Persons with Disabilities

Socio-Political Context of Disability
Considerable progress has been made through the disability rights
movement of the 20th century, and people with disabilities today can experience
life in ways that previous generations never dreamed possible. A paradigm shift
has occurred in America and the focus has changed from individuals as disabled,
to environments as disabling (Bowe, 2000; Hahn, 1988; Smull & Bellamy, 1991).
The World Health Organization first acknowledged this paradigm shift in 1980
with its reclassification of disability (WHO, 1980). This new classification made a
distinction between impairment, disability, and handicap. In this new paradigm, a
disability was defined as a restriction placed upon an individual due to an
impairment, but a disability only became a handicap due to a nonaccommodating environment. The focus then changed to that of eliminating
barriers in the environment and in society in general, so that the individual with a
disability was not at a disadvantage.
In the last half of the 20th century, public policy therefore shifted from one
of remediation of the individual with a disability to one of changing the environ-
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ment to accommodate participation by individuals with a disability (Miller, 1997;
Smull & Bellamy, 1991). A number of legislative interventions were aimed at
increasing community access and participation. These included the Architectural
Barriers Act of 1968, the Rehabilitation Act of 1973 and its subsequent
amendments, the Developmental Disabilities Assistance and Bill of Rights Acts
Amendments of 1975, the Voting Accessibility for the Elderly and Handicapped
Act of 1984, the Air Carrier Access Act of 1986, and the Fair Housing
Amendments Act of 1988. However it was not until the Americans with
Disabilities Act of 1990 that a comprehensive federal stature actually afforded
people with disabilities the same civil rights protection as other minority groups.
Although the Civil Rights Act of 1964 explicitly protected people from
discrimination on the basis of race, sex, color, national origin and religion; people
with disabilities had not been singled out for special protection prior to the ADA.
This is understandable because historically they had not been viewed as having
a civil rights problem. Attempts over the years to amend the Civil Rights Act to
protect people with disabilities from discrimination and segregation were
unsuccessful, due partially to a disbelieving public. The public's impression had
been that people with disabilities were naturally limited by their condition and not
by any societal or environmental limitation. This was evident when the United
States Commission on Civil Rights asserted in 1983 that "{h}andicap
discrimination and, as a result, its remedies differ in important ways from other
types of discrimination and their remedies" (United States Commission on Civil
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Rights, 1983, pg.189}. Therefore they saw little justification for legal intervention
to assure people with disabilities their individual rights (Francis, et.al., 2000 ).
The ADA aimed to assure equality of opportunity, full participation, independent
living, and economic self-sufficiency (Francis, et.al., 2000) for people with
disabilities. Through three primary strategies, Titles I through Ill, the ADA
prohibited discrimination in public services including public transportation, and
prohibited job discrimination by requiring employers to make reasonable
accommodations. The ADA also required that public goods and services be
provided in the most integrated setting to avoid excluding people with disabilities
unnecessarily.
The Americans with Disabilities Act (ADA) has improved the lives of many
people with disabilities, particularly by making the environment more physically
accessible. Nonetheless, wide gaps still exist between people with and without
disabilities on almost all social indicators despite the passage of the ADA
(Batavia, 2000) and the activities of disability rights advocates. Some argue that
the ADA has reinforced the politics of difference by requiring special treatment for
people with disabilities (Young, 2000) and that their status in society has not
significantly changed. The majority of persons with severe disabilities remain
unemployed (Blanck, 2000).
Socio-Political Definition of Disability Promotes Self-Determination

The ADA is a civil rights statute that supports the emerging socio-political
definition of disability. This definition of disability focuses on its "minority group"
status (Miller, 1997; Wertlieb, 1985) and challenges the traditional medical model
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that placed emphasis on the functional limitations of disability (Hahn, 1988), and
the curing or fixing of any associated deficits. According to the socio-political
definition of disability, prejudicial attitudes and an historically paternalistic
approach to disability policy has made it difficult for persons with disabilities to
achieve full empowerment. The socio-political or civil rights definition of disability
suggests that society needs to change not only to be more accommodating, but
also to give more power and control back to people with disabilities themselves.
Limited in their participation in community life, people with disabilities have had to
struggle for freedom and personal authority, the contemporary definition of selfdetermination. Such civil rights movements have been recorded before by other
marginalized groups such as women and people of color.
Early efforts of the disabled community to organize for the right to be selfdetermined were recorded in the 1800's and lead to the establishment of
disability related national associations (Rogovsky, 1997). The National
Association of the Deaf (NAD) was among the first national disability-founded
associations. It grew out of the deaf community's organized defense of their use
of sign language in opposition to society's insistence on the use of oral
educational methods. The National Federation of the Blind (NFB), established in
1940, recorded attempts to organize dating back to 1871, in response to the
failure of segregated schools for the blind to succeed at integrating blind students
into the mainstream of the workforce (Rogovsky, 1997).
People with physical disabilities who first organized to facilitate community
living for people with severe physical disabilities initiated the Independent Living
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Movement. Such organized efforts, originating on the campus of the University of
California and also the University of Illinois at Champaign-Urbana, led to the
formation of Centers for Independent Living that are now national in scope
(Rogovsky, 1997). These movements were all examples of people with
disabilities exercising their right to be self-determined.
Historically, the perception of people without disabilities has been that
persons with disabilities, especially cognitive disabilities, were "not like us" and
thus contributed to society "less than" the ordinary citizen. Due to this perception
of their inadequacy, people with disabilities were often hindered in their efforts to
be self-determined, to have freedom and authority over their own life, and to
experience a good quality of life. People with disabilities commonly excluded
from full community membership, struggled for liberty, and equality. However, a
growing interest in promoting the rights of full citizenship for people with
disabilities became evident toward the end of the twentieth century.
Schneider and Ingram (1993), as well as other researchers (Lowi, 1964,
1972; Wilson, 1986) have defined the relationship between public policy design
and the social construction of a target population. Their contention is that the
social construction of a target group influences the public policy decisions made
and public programs developed. The social construction of the target group acts
as a stereotype. The work of Schneider and Lowi, among others, explains how
and why different kinds of policies are created.
According to Schneider, when a target group is regarded favorably, such
as the elderly, they are treated kindly in their pursuit of government benefits

5
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because they enjoy both a positive social construction and power. By
comparison, the dependents of society, such as persons with a disability, have
not been positively viewed and have been passive and powerless. The political
process necessary to prevent policies that impinge on citizen rights does not
work under these conditions. These factors help to define the context in which
disability policy has evolved over the last century, and the predicament in which
people with disabilities have found themselves.
Stainton (2001) traces the core paradigm of this negative social
construction of disability back to Aristotle's doctrine that to be human requires a
sufficient degree of reasoning or intellectual ability. Amundson (2000) attributes it
to functional determinism, the notion that there is an objective biological basis for
what is normal versus abnormal. He describes disability as a social myth, and
contends that diversity in the manner in which the human body functions is as
common as the diversity in skin color. He maintains that certain performance
modes are stigmatized, such as using a wheelchair instead of walking upright,
and meet with social disapproval.
The social construction of disability has been a model of deficiency, and
the resulting public programs segregated people with disabilities and created
administrative and legal practices that removed the rights of people with
disabilities to have control over their own lives (Meekosha & Dowse, 1997).
People with a disability have had a negative social construct and the resulting
public policies were paternalistic. Public programs were based on a model of
dependency and placed professionals in a relationship of power over the

6
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individual with a disability (Stone, 1993). These practices operated to limit selfdetermination. People with disabilities remained the "last population in America to
be forced to trade in inalienable rights simply because they needed support in
exercising them" (Common Sense. 1998, 1-2).
History of Cognitive Disability and Self-Determination
Persons with cognitive disabilities have perhaps struggled the most, a
point increasingly recognized in the literature (Wehmeyer & Metzler, 1995). It had
been common throughout the history of persons with cognitive disabilities such
as mental retardation, for others to believe that their disability naturally
disqualified them from having control over their lives. For the first half of the 20th
century, conventional wisdom held that people with mental retardation were to be
contained in state institutions, without the freedom or authority to refuse. By

1967, state institutions housing people with mental retardation reached a national
census of 195,650 people (lakin, 1979; National Institute of Mental Health,

1962). An additional 33,850 people with a diagnosis of mental retardation lived in
psychiatric institutions.
Changing attitudes towards institutionalization eventually developed
among the organizations of parents who disapproved of the treatment of their
children in institutional settings. Far from a model of best practice as initially
promised, institutions consisted of substandard care-taking. The presidency of
John F. Kennedy brought the plight of persons with mental retardation to the
forefront. President Kennedy had a sister with mental retardation. During the
Kennedy administration, increasing federal funds were directed toward the

7
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problems experienced by persons with disabilities. Institutions for the mentally
retarded came under greater scrutiny (Switzdy, Dudzinski, Acker, Gambro,
1988). Blatt and Kaplan (1966) published their famous piece on institutional life in
their book Christmas in Purgatory, and Senator Robert Kennedy, after visiting
institutions in 1965, voiced his negative opinion publicly through the news media.
By the early 1970's, the first-ever federal funding for state institutions for
the mentally retarded was made available, but the evidence was mounting
against the practice of institutionalization. The de-institutionalization movement
took hold in the 1970's but not until1981 when Congress created the Medicaid
Home and Community-Based Services (HCBS) Waiver program was federal
funding directed to community living alternatives (lakin, Braddock & Smith, 1996)
as an alternative choice over institutionalization. State participation in this federal
program was not widespread until the late 1990's (Smith, Prouty, & Lakin, 1996).
Then on April21, 1999 the United States Supreme Court heard the case of
Olmstead v. L.C. and E.W., two women with disability labels of mental retardation
and mental illness, who were living in a Georgia state-run institution even though
they wanted to live in a community setting, and treatment professionals agreed
that community placement was reasonable. The Supreme Court ruled in favor of
LC. and E.W., and their choice of where to live, and asserted that failure to
provide community-based services was discrimination under Title II of the ADA.
The now famous Olmstead decision interpreted Title II of the ADA as
obligating states to administer their services, programs, and activities in the most
integrated setting appropriate to the needs of individuals with disabilities (28 CFR
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35.130 (d)). Neither the ADA nor the Olmstead decision required deinstitutionalization, but the Courts endorsed the fundamental premise that people
with disabilities have the right to control their own lives, and that programs and
services cannot unnecessarily segregate people with disabilities.
Through the end of the Century, social, political and economic factors
continued to contribute to a steady decrease of persons with mental retardation
living in state institutions. Other factors undoubtedly contributed as well, such as
a growing body of research supporting improved rehabilitative and habilitative
outcomes in the lives of people with mental retardation when living in the
community as compared to state institutions (Balla, 1974; Heal, 1988; Larson &
Lakin, 1989; Haney, 1988). However, the twentieth century offered persons with
mental retardation few opportunities to assume control over their lives, and
therefore they had limited experience being self-determined.
Recognizing the need, education turned its attention to the issue, and the
U.S. Department of Education, Office of Special Education Programs began
funding projects to promote self-determination for students with disabilities
(Wehmeyer, 1999). Researchers suggested that self-determination was perhaps
the most important outcome for successful transition of students to adult life
(Wehmeyer, 1992). The emphasis in public programs, including education,
shifted toward approaches that supported individual choice and participation of
the individual in community life (MOCH, 2003). Practically all federal and state
programs began requiring mechanisms that assist individuals with a disability in
identifying their goals and desires for the future, and establishing a plan centered

9
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on meeting their individual needs.
In 2001, President George W. Bush announced his New Freedom
Initiative, a nationwide effort to remove barriers to community living for people
with disabilities. The New Freedom Initiative is a comprehensive plan to ensure
that all Americans have the opportunity make choices about their daily lives and
participate fully in community life. Along with this initiative, he signed Executive
Order 13217, Community-Based Alternatives for Individuals with Disabilities
(Office of the President, 2001) that declared a commitment to more inclusive
practices for individuals with disabilities.
Executive Order 13217 sought to ensure that federal and state programs
were community-based and effectively fostered independence and participation
in the community. The Executive Order also asserted that unjustified isolation or
segregation of individuals with disabilities through institutionalization was a form
of disability-based discrimination prohibited by Title II of the Americans With
Disabilities Act of 1990 (ADA), 42 U.S.C. 12101 et. seq. Furthermore, President
Bush's Executive Order stated that the Olmstead decision (Olmstead v. L.C., 527
U.S. 581, 1999), to place qualified individuals with mental disabilities in
community settings, rather than in institutions, must be swiftly implemented, "so
as to help ensure that all Americans have the opportunity to live close to their
families and friends, to live more independently, to engage in productive
employment, and to participate in community life" (United States Office of the
President, 2001, pg.1 ).

10
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Purpose of this Research on Cognitive Disability and Self-Determination
There is now a national agenda for advancing self-determination for
persons with disabilities, as evidenced by President Bush's New Freedom
Initiative, so that they have a broader array of choices today than ever before.
However, choice is only relevant in a framework of freedom and authority
(Common Sense, 1998). When freedom and control are lacking in the life of a
person who has a significant disability, self-determination depends on people
listening to what the person is saying and then acting on what they hear (Smull,
1998).
Yet, people do not yet seem to be listening as well to individuals with
cognitive disabilities. In part, this could be due to uncertainty about the
applicability of the concept of self-determination for persons with cognitive
disabilities. Some have assumed that people with cognitive disabilities cannot be
self determined (Brown & Gothelf, 1996; Stancliffe & Abery, 1997; Wehmeyer,
1996) and therefore cannot exercise control over their own lives.
One of the first references to self-determination within the disability
literature came from Nirje (1972, pg. 176) who wrote a chapter called "the Right
to Self-Determination" in Wolfensberger's (1971) notable book, Normalization.
Nirje asserted that individuals with disabilities should participate in decisions that
impact their life, and that their choices, preferences, hopes and dreams should
be taken into consideration as much as possible in order to afford them "the
normal respect to which all human beings are entitled" (Nirje, 1972, pg. 177). Yet
even Nirje understood that for people with a cognitive disability, the road to

11
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independence and freedom was filled with challenges.
Persons with cognitive disabilities have experienced obstacles presented
by their very condition, such as fewer conventional language and communication
skills, and limited abstract reasoning skills on which to make and communicate
decisions. People with cognitive disabilities, such as mental retardation, have
been historically isolated in congregate care settings such as institutions and
nursing homes, and excluded from having control over their own lives.
Oftentimes their history of segregation has denied them opportunities to learn
and practice self-determined behavior.
Some argue that the concept of self-determination has been
misunderstood by professionals (Wehmeyer, 1998). If defined as a basic right to
freedom to which all humans are entitled, then it is applicable to all people,
regardless of the severity of the disability (Snow, 1998). What may contribute to
the assumption that people with cognitive disabilities cannot be self-determined
is the lack of information about how self-determination applies to their lives. The
common assumption is that self-determination either does not apply, or
individuals with cognitive disabilities do not experience it in the same way.
Research questions concerning this topic have received little attention in the
literature.
In addition, little is known about the impact of self-determination on the
quality of life of people with a cognitive disability. From the perspective of the
individual with a cognitive disability, does the presence or absence of selfdetermination change their perceived quality of life? The purpose of the present

12
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study is to examine the individual life experiences of persons with cognitive
disabilities. The purpose is to explore and describe the meaning of selfdetermination from the participants' perspectives and to examine its impact on
their perceived quality of life. The intent is to gain a better understanding of the
essence of the phenomenon of self-determination from people who are viewed
as unlikely to experience a truly self-determined life because of their dependency
on others for their care and their limitations in communication and independent
decision-making.

Definitions
The main terms used throughout this study are explained in later chapters,
but are included in this section with brief definitions of how the terms are
commonly understood. The task of defining these concepts and terms is a
difficult one, because there is no consensus in the literature on the definition of
either of the two primary concepts, self-determination or quality of life, on which
this research is based. The definitions adopted by this current study are therefore
provided.
Self-determination means having authority and control over oneself. It
quite often means shaping one's own destiny. When self-determination is
referenced as self-determined behavior (Wehmeyer, Kelchner & Richards,
1996), it means observable behavior or actions that are characterized as
autonomous, self-regulated or self-controlled, psychologically empowered, (such
as "choosing" between alternative courses of action), and self-realizing (such as
"thinking" through the options prior to taking action). When self-determination is
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referenced as a civil or human right, it means a right to govern oneself, or the
right of a nation or people to self-governance.
Webster's New World College Dictionary (1999, pg. 1301 ), defines selfdetermination as both (1) the act or power of making up one's own mind about
what to think or do, without outside influence, or (2) the right of a people to
decide upon its own political status or form of government.

Quality of life means the characteristic elements or features of one's life
that makes it either good or not so good. Webster's New World College
Dictionary defines quality as a "characteristic of a thing that constitutes its basic
nature or one of its distinguishing features", and as the term typically implies "the
degree of excellence which a thing possesses" (Webster, 1999, pg. 1173).

Cognitive disability is synonymous with intellectual disability and is
characterized by a below average rate of cognitive functions, such as perception,
attention, memory, and problem solving (Source, WHO, 1999). People with
cognitive disabilities usually have difficulty in learning, social adjustment and
economic productivity. Cognitive disabilities are not to be confused with mental
illness, and can occur at any age.

Developmental disability is defined as a severe, chronic disability
attributable to mental and/or physical impairment. These manifest themselves
before 22 years and are likely to continue indefinitely. They result in substantial
limitations in three or more areas such as: self-care, receptive and expressive
language, learning, mobility, self-direction, capacity for independent living, and
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economic self-sufficiency (Developmental Disabilities Assistance and Bill of
Rights Act, 1990).

Mental retardation is a developmental disability characterized by
significant limitations both in intellectual functioning and in adaptive behavior as
expressed in conceptual, social, and practical adaptive skills. This disability
originates before age 18. (Source, AAMR, 2002).

Chapter Summary
The primary purpose of this study was to gain a better understanding of
self-determination and its affect on quality of life. The intent was to define selfdetermination by describing the experiences of persons with cognitive disabilities.
Chapter II summarizes the literature on the conceptualization and measurement
of self-determination and quality of life, and its application to persons with
cognitive disabilities. Chapter Ill describes the qualitative phenomenological
approach to the research. This included gathering the perceptions of ten
individuals with a cognitive disability by way of qualitative interviews with
behavioral observations and proxy interviewing. This approach is common in
social research when the goal is to increase awareness of the experiences of
people (Morse, 1997). Chapter IV provides a summary of the participants' words
and observations that comprised the data. The data were processed using
Ethnograph v5.0, a software program for the analysis of text-based data. Chapter
V discusses the findings and provides recommendations for further research.
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CHAPTER II

REVIEW OF THE LITERATURE

Over the last decade, improving quality of life has become a dominant
theme in planning and evaluating community-based services for people with
disabilities (Borthwick-Duffy, 1996; Keith, 1990; Schalock, Brown, Brown,
Cummins, Felce, Matikka, Keith & Parmenter, 2002). Self-determination has
gained wide acceptance as one important indicator of quality of life (Wehmeyer,
Kelchner, Richards, 1996; Wehmeyer & Schwartz , 1998). Self-determination,
broadly defined as people gaining control over their own lives, has become a
yardstick for quality in the disability literature, and services and supports for
persons with disabilities are expected to promote it. Self-determination has
become the nomenclature for helping people with disabilities create a better life
and federal and state policies now mandate its use and guide its practice.

Quality of Life and Self-Determination: Application to Persons with
Disabilities
Link Between Quality of Life and Self-Determination
At the First international Conference on Self-Determination people with
disabilities themselves affirmed the importance of self-determination by writing a
declaration on self-determination during the conference (Dowson & Salisbury,
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2000). Other people with disabilities have also written about the need to have
more control over their lives (Snow, 1998; Kennedy, 1996; Self-Advocates
Becoming Empowered, 1996 ). The Association for Retarded Citizens of the
United States has adopted a position statement (ARC, 2002) that affirms the right
of people with disabilities to self-determination, and asks that disability
organizations make self-determination a priority.
However, there is limited documentation in the literature explaining the link
between self-determination for individuals with a cognitive disability and their
quality of life (Asbaugh, 2002; Romer, Richardson, Aigbe & Porter, 2003). If selfdetermination is one dimension of a quality life, is it more or less important than
other dimensions such as social relations or physical health for an individual with
a cognitive disability? Now that there is a national movement to promote selfdetermination and to restructure service systems to promote its growth, in what
way does it impact a life of quality for persons with a cognitive disability?
Wehmeyer and Palmer (2003) have written about the scarcity of research
studies explaining the link between self-determination and improved outcomes in
the lives of people with disabilities. They suggest that self determination is
promoted in the disability field, even in the absence of evidence regarding its
impact, for ethical reasons and because of the belief that it is a fundamental
human right. They contend that evidence of its impact is mostly anecdotal.
Borthwick-Duffy (1996) warns of making policy and program decisions
based on assumptions about quality of life. By way of explanation, she points to
the current assumption that higher levels of community integration enhance
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quality of life (Keith, 1990), when not too long ago it was thought to be the
opposite. Hatton (1 998) also writes about the rhetoric originally accompanying
segregated settings such as institutions, which were supposed to be associated
with more positive outcomes for people with disabilities, but were in fact not. He
cautions against neglecting the actual lived experiences of persons with
disabilities by reducing their quality of life to some professionally measured
quality of life score. He warns that this could be viewed as another attempt at
imposing and controlling the lives of people with a cognitive disability.
In one of the few published studies examining the relationship between
quality of life and self-determination, Wehmeyer and Schwartz (1 998) found that
quality of life scores and self-determination scores were positively correlated.
They collected data on 50 adults with mental retardation who lived in group
homes. They conducted interviews using the Quality of Life Questionnaire
(QOL.Q; Schalock & Keith, 1993), a 40 item rating scale designed for persons
with mental retardation. The scale measures quality of life in four domains:
satisfaction, competence/productivity, empowerment/independence, and social
belonging. They then measured self-determination using The Arc's SelfDetermination Scale (Wehmeyer, 1996), a 72 item self-report scale that produces
an overall score by measuring answers to questions in four areas: autonomy,
self-regulation, psychological empowerment, and self-realization. The results of
their study demonstrated that total self-determination scores were significantly
correlated with total quality of life scores (r=.25, p=.04 ).
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At the same time they noted a conceptual overlap, as well as
measurement overlap, between self-determination and quality of life. They
concluded that while quality of life is an organizing concept, self-determination is
a dimension of it. Accordingly, they recommended that self-determination be
compared to other quality of life dimensions in order to ascertain its contribution
to a life of quality.
Wehmeyer and Schalock (2001 ), prominent researchers in the disability
field, acknowledge that there has been no systematic study of the relationship
between self-determination and quality of life. They note that both constructs
reference the other as a means of definition. However, their research has
demonstrated one link. The degree to which a person is self-determined either
influences, or is influenced by, the other dimensions of quality of life, and in
combination with these other quality of life dimensions impacts the overall quality
of life of an individual.

Quality of Life for Persons with Disabilities
Schalock has written extensively on the subject of quality of life for
persons with disabilities. Schalock, et al. (2002) suggests that the interest in
quality of life for persons with disabilities is a logical next step in the disability
field. The concept of normalization, with its emphasis on community-based
services and inclusion, was a precursor to the current interest in achieving
meaningful outcomes in the lives of individuals who live, work and participate in a
community. The pursuit of quality of life is now considered good public policy.
When applied to public programs, Schalock (1996) maintains that quality of life is
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useful as a concept around which to measure the impact of program outcomes
and service delivery.
Lehman (1995) asserts that a patient-based quality of life approach
provides ongoing opportunities for input from individuals receiving services who
ordinarily have little involvement in the decision-making process. Lehman notes
that for policy development and evaluation, understanding the perspectives of the
individuals a program or policy is intended to benefit can actually influence how
resources are allocated. However, as noted by Lehman, collecting meaningful
and sound quality of life information is not a trivial task. Lehman warns of three
pitfalls: (1) spending too much money on data collection, (2) collecting data on
quality of life domains that are a mismatch to the service being evaluated, and (3)
generating more information than can reasonably be used.
Definitions of Quality of Life
Cummins (1994, 1995) claims that quality of life is a complex concept and
not easily measured. He reports that there are over one hundred definitions and
models of quality of life. According to Luckasson (1997), like the definition of
happiness, the concept of quality of life is elusive. Skevington (2002) notes that
there may be as many definitions for quality of life as there are research articles
published. Schalock (1996) acknowledges that consensus has not been reached
on the definition of quality of life, and proposes that quality of life is not a single
commodity that a person can have or not have, but rather is best defined as an
organizing concept that is multidimensional. He defines quality of life using a set
of core dimensions, best understood from the perspective of the individual. An
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objective standard cannot be used to define it.
Despite innumerable definitions of quality of life, and a myriad of
taxonomies in terms of the specification of the main domains of quality of life,
Romney, Brown, and Fry (1994) report that there are also problems in
determining from whose perspective one should view quality of life. The dilemma
is whether to view it from the perspective of the professional specializing in
disability or that of the individual experiencing the disability. Furthermore, quality
of life changes over the life span of an individual are influenced by culture, and
are value-laden. Despite the lack of agreement in how to define quality of life,
more researchers have come to recognize that quality of life needs to focus on
the perceptions of individuals experiencing it (Schalock, et al, 2002).
Reflecting the consensus of an international panel of experts, Schalock
(2002) reports that although quality of life is measured both objectively and
subjectively, it is the subjective views of the individual that are a key determinant.
Objective measures are at best moderate indicators. Cummins, et al. (1994)
report that when using objective indicators, the value of the indicator must be
understood and weighted according to its perceived importance to the individual.
The World Health Organization defines quality of life as "an individual's
perception of their position in life in the context of the culture and value systems
in which they live and in relation to their goals, expectations, standards and
concerns" (WHO, 1999, pg.3). WHO places primary importance on the view of the
individual in assessing their quality of life, recognizing that it is a subjective state
that cannot simply be measured by the objective status of an individual's health,
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social relationships, level of independence, or other dimensions.
Skevington (2002) makes an important distinction between quality of life
and standard of living, a concept often confused with quality of life. She points
out that basic standard of living is not synonymous with quality of life and cannot
be used to assess it. Rather, Skevington acknowledges that quality of life is a
subjective perception and that although there may be a consensus around
desirable standards of living, the relationship between this concept and quality of
life needs more explanation. Skevington concludes that quality of life is a social
construct, and that its definition is related to an individual's life experiences,
rooted in their culture.
Principles of Quality of Life for Persons with Disabilities
Like the definition of quality of life, its core principles have been
interpreted by a variety of researchers in the field. Some core principles have
been advanced by Schalock (1996): (1) for persons with disabilities quality of life
is composed of those same factors and relationships that are important to all
persons, (2) quality of life is experienced when a person's basic needs are met
and when he or she has the same opportunities as anyone else, (3) quality of life
is a multidimensional concept that can be consensually validated, (4) quality of
life is enhanced by empowering persons to participate in decisions that affect
their lives, (5) quality of life is enhanced by the acceptance and full integration of
persons, (6) quality of life is an organizing concept that can be used for a number
of purposes, (7) the study of quality of life requires an in-depth knowledge of
people and their perspectives, (8) the measurement of quality of life requires
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multiple measurement techniques, (9) quality of life variables should occupy a
prominent role in evaluation, and (1 0) the application of quality of life data is
important in developing supports for persons.
Brown (2000) identified other major principles of quality of life: (1) wellbeing, including social, emotional, productive, material and physical well-being,
(2) holism, which means that aspects of life cannot be fragmented for
assessment at a practical level, (3) life span, which references a person's
developmental stage, (4) choice, (5) personal perception, (6) empowerment, and
(7) variability within-group.
Models for Measuring Quality of Life
Schalock (1989, 1990, 1994, 1996, and 1997) has contributed to an
emerging quality of life consensus in the disability literature in its application to
people with cognitive disabilities. Based on the work of a number of researchers
(Campbell, Converse, & Rogers, 1976; Dossa, 1989; Felce & Perry, 1996;
Gardner & Nudler, 1997; Schalock, 1994, 1995, 1996), Schalock maintains that
quality of life is multidimensional. He proposes eight core dimensions of a life of
quality: (1) emotional well being, (2) interpersonal relations, (3) material well
being, (4) personal development, (5) physical well being, (6) self-determination,
(7) social inclusion, and (8) rights. Felce and Perry (1997) have identified five
core dimensions relevant to quality of life not only for persons with cognitive
disabilities but for the general population as well. These five dimensions are: (1)
physical well being, (2) material well being (3) social well being, (4) personal
development, and (5) emotional well being. The World Health Organization, 1999
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identified six core dimensions of quality of life: ( 1) physical health, (2)
psychological, (3) level of independence, (4) social relations, (5) environment,
and (6) spirituality/religion/personal beliefs.
For each of these quality of life dimensions, the authors proposed multiple
core indicators as outlined in Table 1, page 25. These core indicators are
measurable, but must be valued by the person whose quality of life is being
measured. In fact, as noted by Schalock, there is general agreement among
many researchers that the most critical dependent measure of a person's quality
of life is their level of satisfaction (Campbell et al., 1976; Edgerton, 1996;
Halpern, Nave, Close, & Nelson, 1986; Harner & Heal, 1993; Heal & ChadseyRusch, 1985; Heal, Rubin, & Park, 1995; Lehman, 1988; Lehman, Rachuba, &
Postrado, 1995; Medley, 1990). However, one's personal level of satisfaction is
influenced by a number of variables.
Significant research has begun to explore these variables and identify the
predictors of quality of life. For individuals with cognitive disabilities these
variables have included personal characteristics of age, gender, health, martial
status, adaptive behavior, challenging behavior and diagnosis. Life conditions are
yet another set of predictors including: employment status, daily activities, current
residence, social relations, family contact, recreational activities, perceived social
support, and financial adequacy. Since persons with a cognitive disability depend
on others primarily for their care, variables related to their care provider are also
predictors of quality of life, including variables such as staff's educational level,
work stress, work satisfaction, and the staff's own assessed quality of life.
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Table 1: Objective Quality of Life Indicators
Dimension

Indicators

1

Emotional Well Being

Safety

Freedom from Stress

(Schalock, 1996)

Spirituality

Mental Health

(Felce et al., 1997)

Happiness

Self-concept

(WHO, 1999)

Sexuality; Fulfillment

Status, Respect; Contentment

Interpersonal Relations,
Social Well-Being

Intimacy

Interactions

Affection

Friendships, Social Life

Family, Household Life

Supports, Acceptance

Relatives

Community Involvement, Activities and
Events

Material Well-Being,

Ownership

Employment

Environment

Financial , Income

Possessions

(Schalock, 1996)

Security, Safety

Social Economic Status

(Felce et al., 1997)

Privacy

Housing Quality, Neighborhood

(WHO, 1999)

Food

Transportation

Personal Development,

Education

Personal Competence

Productive Well-Being

Skills

Purposeful Activity

(Schalock, 1996)

Fulfillment

Advancement

(Felce et al., 1997)

Choice, Control

Productivity, Contribution

(WHO, 1999)

Independence

Physical Well-Being

Health

Health Care

(Schalock, 1996)

Nutrition

Health Insurance

(Felce, et al., 1997)

Personal Safety

leisure

(WHO, 1999)

Mobility

Activities of Daily living

Fitness

Recreation

Autonomy

Personal Control

Choices

Self-direction

Decisions

Personal GoalsNalues

Acceptance

Community Activities

Status

Roles

Supports

Volunteer Activities

Work Environment

Residential Environment

Privacy

Due Process

Voting

Ownership

Access

Civic Responsibilities

(Schalock, 1996)
(Felce et al., 1997)
(WHO, 1999)

Self-Determination

Social Inclusion

Rights

Source: Schalock, 1996; Felce et al., 1997; WHO, 1999
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Challenges to Quality of Life Measurement for Persons with Cognitive Disabilities
Hatton (1998) points out several problems with the emerging models of
quality of life. He notes that most quality of life models emphasize that quality of
life is multidimensional, but summable. Most models produce some type of
quality of life score after using some method to standardize the experience, so
those scores can be compared between individuals. Herein lies the problem. In
order to produce a quality of life score from an assessment one must make
assumptions about the value of quality of life dimensions to the person being
evaluated.
As Hatton points out, even when subjective measures are derived through
interviews, these subjective quality of life indicators are reduced to a score in
many models, as if quality of life is a unitary construct. Adding subjective
measures of quality of life, or having the individual weigh the value of each
dimension, further complicates the measurement of quality of life. First, these
methods have difficulty differentiating whether people with significant disabilities,
particularly cognitive and communicative disabilities, are satisfied with their
quality of life since they often have difficulty communicating. Second, the
interview process itself is not without bias.
Preference assessments and quality of life indexes have become a
popular strategy to assess quality of life for individuals with disabilities, but must
be critically analyzed for their regimented approach. These approaches attempt
to quantify a person's quality of life and degree of self-determination (Campo et
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al., 1997; Schalock et al, 1989; Heal et al., 1985). Whereas quantitative research
on self-determination has recorded the number and kinds of community activities
and choices individuals make, it often fails to describe the value of these
calculations for individuals in their daily life. The quantitative research assumes
that preference assessments and surveys adequately address the elements of
self-determination and quality of life most important to a person with a disability.
While the major research findings in the disability literature on self-determination
to date have provided quantitative data, additional qualitative information about
the lived experience of individuals with a cognitive disability is needed.
Hawkins, Kim and Eklund (1995, pg.295) complained that quality of life "as
an organizing concept has yet to be consistently, concisely, and comprehensively
defined in regard to the lives of people with mental retardation." They designed a
five dimensional life satisfaction index that measures satisfaction with living
arrangement, relationships, job status, health and general happiness. Intuitively,
according to the quality of life consensus, a good quality of life emerges from a
better standard of living, better health, more friends, and satisfying activities.
Hatton (1998) recommends abandoning quality of life as a framework for
evaluating services altogether. He describes a fundamental flaw with using life
satisfaction as a quality of life indicator, and points to a body of literature
suggesting that subjective well being is largely influenced by other factors such
as personality or disposition rather than objective life circumstances. Additionally,
using strictly objective quality of life indicators implies that people with cognitive
disabilities have to conform to the quality of life proclaimed by the evaluator.
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Bambara, Cole, Koger and Lehigh (1998) acknowledged that little is
known about the meaning of self-determination and quality of life for individuals
with severe disabilities, and suggested addressing this through qualitative
investigations that explore the meaning and experiences of self determination
from the perspective of adults with severe disabilities and their supporters.
Bambara, et al believes that research needs to promote thinking outside the
boundaries of what the professional educator, academician, researcher and
practitioner think. It must promote going directly to the source, and gathering,
analyzing and listening to the authentic voice of individuals living the experience
of a person with a cognitive disability.
The Disability Paradox and Quality of Life
It is widely acknowledged that individuals with cognitive disabilities are
often unsuccessful in being self determined because their communication may
be misunderstood or ignored, and often depend on someone else's interpretation
(Brown, Gothelf, Guess, Lehr, 1998). It is only when meaningful relationships
with such individuals are developed that there begins to be congruence between
their communicative messages and an interpretation of the messages. The
inability of individuals with cognitive disabilities to communicate clearly has
contributed to the negative bias of the public about their condition. Qualitative
methods designed around close contact with individuals and meaningful
interaction could possibly mitigate the effects of communication barriers.
Albrecht and Devlieger (1999) refer to a disability paradox, the fact that
many people with severe and persistent disabilities report that they experience a
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good or excellent quality of life despite the objective evaluations that seem to
indicate they live an undesirable existence. Using a qualitative interview
approach, these researchers found that 54.3 percent of individuals with a
significant disability reported having a good quality of life. They concluded that
quality of life is dependent upon finding a balance between body, mind, and
spirit. This could be interpreted as a balance between physical and emotional
determinants and an individual's subjective well-being. It is this subjective aspect
of quality of life which appears to be a critical determinant (Goode, 1994 ).
The disability paradox highlights the importance of an individual's lived
experience in defining quality of life. Researchers have discovered that an
individuals' perception of health, well being and life satisfaction is often at odds
with the objective measurement of disability (Hatton, 1998; Albrecht & Higgins,
1977). The disability rights movement has demonstrated that individuals embrace
their disability. This extends the concept of quality of life beyond objective
measures and requires the consideration of an individual's concept or perception
of their well being when examining their quality of life.

Self Determination for People with Disabilities
Most researchers credit the term self-determination to the field of political
science, where it was most frequently associated with the right of nations to selfgovernance (Wehmeyer, 1999). Applying the concept of self-determination to
individuals with disabilities had its origins in the normalization movement (Nirje,
1969; Wolfensberger, 1972; Hughes, & Agran, 1998) and the disability rights
movement (Wehmeyer & Schwartz, 1998). Nirje first advanced the concept as a
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basic human right in 1969, when he wrote that the normalization principle
requires the development of conditions under which people with disabilities can
receive the same respect to which all persons are entitled, and can have their
choices considered like any human being.
Wolfensberger later defined the principle of normalization as the
"utilization of means which are as culturally normative as possible, in order to
establish and/or maintain personal behaviors and characteristics which are as
culturally normative as possible" (Wolfensberger 1972, 28). The concept is
simple; yet, its implications were far reaching. Wolfensberger maintained that
"deviancy is of our own making; it is in the eyes of the beholder" (Wolfensberger,
1972, 13). The principle of normalization asserted that the less deviant an
individual is perceived as being, the more accepted that individual will become.
There is also less likelihood that he or she will be segregated from society, and
thereby resulting in greater personal freedom and respect. The task of many
researchers then became finding a method to promote self-determination by
assisting individuals to acquire it. There were a variety of explanations for how to
conceptualize self-determination, but a lack of theories about how it is developed.
Still, there was a demand from people with disabilities for greater choice and
control over the decisions that impacted their lives (Kennedy, 1996).

Definition and Principles of Self Determination
According to researchers, defined on its most basic level, selfdetermination means people controlling their lives and destinies (Hughes, 1998).
This is achieved by making decisions and choices (Rogovsky, 1997). As a
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concept, self-determination is interpreted in a variety of ways by researchers in
the disability field (Brown & Gothelf, 1996; Sands & Wehmeyer, 1996). Selfdetermination has been conceptualized as: (1) an individual right (Kennedy,
1998; Mithaug, 1998; Wehmeyer, 1998), (2) a skill set resulting in selfdetermined behavior (Brown, Cole, & Koger, 1998; Wehmeyer, 1996) (3) a
specific outcome, or the functional properties of a response, as well as (4) a
value or principle (Wehmeyer, 1998). Taken together, some argue that selfdetermination is a dispositional characteristic of individuals (Palmer and
Wehmeyer, 1998).
Wehmeyer (1996, pg. 632) defines self-determination as a person "acting
as the primary causal agent in one's life, and making decisions regarding one's
quality of life free from undue external influences or interference." He
operationalized self-determination as actions that demonstrate four primary
characteristics: (a) autonomy, (b) self-regulation, (c) psychological
empowerment, and (d) self-realization. The Association for Retarded Citizens of
the United States adopted Wehmeyer's definition of self-determination, and
ratified a position statement at their November, 2002 Congress of Delegates
(http://www.thearc.org/posits/selfdeterpos.htm). Wehmeyer suggests that people
can be described as self-determined based on their behavior. He proposes
eleven skills essential to self-determined behavior: (1) choice-making, (2)
decision-making, (3) problem-solving, (4) goal-setting, (5) self-management, (6)
self-advocacy, (7) leadership, (8) internal locus of control, (9) positive
expectations of outcomes, (1 0) self-awareness, and (11) self-knowledge.
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Whatever precisely it is, there is agreement in the literature and in practice
that people with disabilities are entitled to it. The most widely accepted core
values of self-determination, defined in Table 2, were advanced by Tom Nerney,
Co-Director of the National Program Office on Self-Determination, A Robert
Wood Johnson Foundation Program, (Nerney, 1998).

Table 2:Core Values of Self-Determination
Freedom

To design a life plan

Authority

To control some resources

Support

To live life in the community

Responsibility

To use public funds wisely and contribute to the community

Others have since asserted additional clarifying principles as depicted in
Table 3. In 1997, representatives of fourteen state self-advocacy associations
met to discuss the Robert Wood Johnson Foundation's Self-Determination
Initiative. This group defined self-determination as a basic civil right to freedom
guaranteed by the United States Constitution and Bill of Rights, and they crafted
a set of ten principles. Then in Seattle, Washington in July 2000, the First
International Conference on Self-Determination and Individualized Funding
(FICSD) was held. In the closing plenary, 1,250 attendees asserted their right to
freedom, equality, equal protection under the law, and control over their own lives
(Common Sense, 2000). FICSD also crafted a list of ten founding principles.
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Table 3: FICSD Ten Founding Principles
Principle 1

The foundation of self-determination must be based on unerring belief in oneself
and belief in one another.

Principle 2

The goal of self-determination unequivocally must be liberation for all persons
with disabilities.

Principle 3

Self-determination must result in changed power relations and transformed
socio-economic systems.

Principle 4

The core underlying values of self-determination must at a minimum include
freedom, authority, support, and responsibility.

Principle 5

The restoration of personal control to individuals with disabilities is essential to
their true emancipation.

Principle 6

For self-determination to attain legitimacy, individuals with disabilities must be
part of the planning and implementation process.

Principle 7

The process of developing and implementing self-determination must provide
for teaching and learning for, by, among, and between all of its proponents.

Principle 8

Self-determination must continually promote designs that feature maximal
simplicity and require minimal interpretation.

Principle 9

Principle 10

Changes in policy and practice to foster self-determination must recognize,
accept, and provide for atonement for those harms inflicted upon people with
disabilities.
Self-determination must be recognized as only one means to an end that the
self-advocacy movement has at hand to further its advance towards liberation.

Models of Self-Determination
Wehmeyer, Kelchner, and Richards (1996) acknowledge the lack of
theoretical models on which to base efforts to advance self-determination.
Crediting the work of persons with disabilities themselves for promoting selfdetermination, they point to the need for further research to determine how to
promote this outcome.
A model suggested by Wehmeyer and Bolding (1999) is that selfdetermination emerges from three primary factors: (a) individual capacity as
influenced by personal development, (b) opportunity as influenced by the
environment, and (c) supports and accommodations. This is consistent with the
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quality of life assessment framework identified by Lehman (1995) who lists the
main components of such a framework as a person's ability to function or
individual capacity, and access to resources and opportunities in the community.
Lehman however adds to a quality of life framework the additional dimension of a
person's sense of well being, and refers to this as subjective quality of life.
Although self-determination is thought by many to be one indicator of a life
of quality, it may also be that a life of quality increases the probability of selfdetermination. It appears that the two concepts are overlapping. For Bambara,
et.al (1998), self-determination is a life-long process that is individualized to the
person experiencing it. Like Wehmeyer and Bolding, Bambara et al believe that
the degree to which any person becomes self-determined depends on one's
skills, the environment, and the amount of support received from others.
Research Measuring Self-Determination for Persons with Disabilities
Wehmeyer's research on the topic of self-determination is extensive. He
developed the ARC's Self-Determination Scale (Wehmeyer, 1995), a self-report
tool designed for students with cognitive disabilities. The scale has 72 items and
is divided into four sections, each designed to measure particular characteristics
or features of self-determination. Section one, autonomy, instructs students to
select the best answer to each of 32 questions about their life, such as whether
they make friends, plan weekend activities, or take care of their own clothes.
Section two, self-regulation, is designed to measure cognitive problem-solving.
Students must complete the middle of a story after reading the beginning and
end of the story. Section three is a series of 16 multiple choice questions to
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measure psychological empowerment, such as whether or not they make good
choices, or have the ability to make their own decisions. The final section on selfrealization consists of 15 agree/disagree statements such as whether the student
likes himself or has self-confidence. The scale results in a total self-determination
score.
Wehmeyer, Kelchner, and Richards (1996) further identified essential
characteristics of self-determined behavior that reflect the four dimensions
measured by the ARC Self-Determination Scale. Using the National Consumer
Survey (Jaskulski, Metzler, & Zierman, 1990) they divided students with mental
retardation into one of two groups, low or high self-determination, based on total
scores. Through a series of twenty structured group interviews, with 407
participants in total, they conducted a multiple discriminate function analysis.
They found that the characteristics of self-determination behavior they identified
were predictive of membership in either the low or high self-determination group.
They defined a behavior as autonomous if a person acts independently,
without interference, according to his own preferences. Self-regulation is the
examination of a situation and choosing a plan of action based on the evaluation
of what is required. Psychological empowerment is behavior resulting from one's
belief in one's own capacity to influence the outcome of a situation. Finally, selfrealizing behavior is the result of one's insight into one's strengths and
limitations.
Wehmeyer has also published evidence that self-determination skills or
behaviors are important in achieving adult and educational outcomes (Wehmeyer
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& Palmer, 2003; Wehmeyer & Schwartz, 1996). In a follow-up study of high
school students, Wehmeyer and Palmer (2003) surveyed 94 students with
learning disabilities or mental retardation, three years following high school.
Using a "yes/no" ten-item questionnaire, respondents provided follow-up
information on outcomes such as financial independence, independent living,
and employment.
Wehmeyer and Palmer used the ARC's Self-Determination Scale
(Wehmeyer and Kelchner, 1995), a 72 item, self-report instrument, to measure
their self-determination. On the scale, individuals agree or disagree with a series
of statements, and can accumulate up to 148 points with the higher point value
indicating higher self determination. They found that students scoring higher on
self-determination were more likely to live independently, maintain a bank
account, and hold a job. Although there were differences in IQ scores between
low and high self-determination groups, the authors found that the selfdetermination score was the more useful predictor variable in a discriminate
function analysis over IQ. They also noted the complexity of differentiating the
impact of self-determination from other variables, particularly intelligence. They
conclude that intelligence alone cannot account for the differences found in their
studies, and those individuals who demonstrate more self-determined behavior
have improved outcomes.
Wehmeyer and Schwartz (1997) had similar results in an earlier study.
They conducted one of the first published studies examining outcomes of
graduating high school students with cognitive disabilities. They rated students
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on their self determination status and found one-year post graduation that
students scoring higher on self determination indices were more frequently
working for pay and earning more than students who scored lower on self
determination surveys.
Wehmeyer and Bolding (1999) controlled for IQ in a matched-samples
study of 273 adults with mental retardation who lived in different residential
environments. They found significant differences in level of self-determination
based on living environment with individuals living in community-based, noncongregate settings having more autonomy and life satisfaction compared to
individuals living in congregate, non-community based settings.
Wehmeyer and Bolding (2001 ), using pre and post measures,
documented an increase in self-determination scores for individuals who moved
to less restrictive settings such as supported living environments from more
restrictive settings such as group homes. Taken together, this information led
Wehmeyer to conclude that self-determination is a function of more than
intelligence, and other factors impact this outcome.

Summary of the literature
There is a national agenda for advancing self-determination for persons
with disabilities. Broadly defined, self-determination means having control over
ones own life. Key issues identified in the literature provide the framework for this
study:
1. Self-determination has been conceptualized in different ways. In spite of
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varying definitions, there is agreement in the literature that individuals with
disabilities are entitled to it (Rogovsky, 1997; Brown et al, 1996; Sands et al,
1996; Kennedy, 1998; Mithaug, 1998; Wehmeyer, 1998).
2. Self-determination has wide acceptance as one important indicator of quality
of life (Wehmeyer, Kelchner, Richards, 1996; Wehmeyer & Schwartz, 1998).
3. Improving quality of life is a dominant theme in planning and evaluating
services for people with disabilities (Borthwick-Duffy, 1996; Keith, 1990;
Schalock, Brown, Brown, Cummins, Felce, Matikka, Keith & Parmenter,
2002).
4. A number of researchers point to the need to better understand the link
between self-determination and quality of life (Asbaugh, 2002; Romer,
Richardson, Aigbe & Porter, 2003; Wehmeyer and Schalock 2001; Wehmeyer

& Palmer, 2003). At the same time, some researchers have warned about
premature policy and program decisions based on assumptions about quality
of life (Borthwick-Duffy, 1996; Hatton, 1998 ).
5. Quality of life is a complex concept and researchers have identified a number
of core dimensions (Brown, 2000; Schalock, 1996; Felce et al, 1997; WHO,
1999).
6. Researchers recognize that quality of life needs to be measured from the
perspective of the person experiencing it. The subjective view of the individual
is a key determinant of quality of life (Schalock, 2002). Most of the published
research measuring quality of life for persons with cognitive disabilities has
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not included the subjective experiences of people. Most approaches to
measuring quality of life have attempted to quantify a person's quality of life
and degree of self-determination (Campo et al., 1997, Schalock et al, 1989,
Heal et al, 1985). Researchers have indicated a need for more qualitative
investigations that explore the meaning and experiences of self-determination
from the perspective of the person with a cognitive disability (Bambara et al,
1998).

7. Self-determination models have been advanced to explain why some
individuals appear to have greater self-determined behavior than others
(Wehmeyer, 1996). These models suggest that self-determination is a result
of an individual's capacity or personal development, opportunities, and
support or accommodations (Wehmeyer, 1996; Lehman, 1995; Bambara et
al, 1998).
8. Researchers have found that quality of life scores and self-determination
scores are positively correlated (Wehmeyer and Schwartz, 1998).
Combining the theoretical framework of self-determination advanced by
Wehmeyer with the relationship it has to quality of life might result in overlapping
concepts as summarized in Figure 1, on page 40. Self-determination is
experienced when the individual has the ability, the opportunity, and the supports
necessary to be free to take control of his or her life. When these conditions are
present, it enhances the quality of life of a person.
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Figure 1: Integration of the Concepts of Self-Determination and Quality of life
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CHAPTER Ill

RESEARCH METHODS AND INSTRUMENTS

Qualitative research approaches share some common characteristics.
Rossman and Rallis (1998) offer eight such characteristics: (a) naturalistic, (b)
multiple methods that respect the participants, (c) emergent and evolving rather
than tightly prefigured, (d) interpretive, (e) holistic, (f) sensitive to evaluator bias,
(g) reflective of the evaluator, and (h) iterative, moving between deduction and
induction. This qualitative research was designed to reflect these characteristics
in an examination of the experience of self-determination and its impact on
quality of life.

Rationale for Qualitative Approach
This study was undertaken to gain a better understanding of the essence
of the phenomenon of self-determination from people who were viewed as
unlikely to experience a truly self-determined life because of their dependency on
others for their care and their limitations in communication and independent
decision making. A qualitative approach was applied in order to understand the
subject from the perspective of the person experiencing it Interpretive
phenomenology has played a significant part in social research, particularly
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because it increases awareness of the real concerns, voices, and experiences of
people (Morse, 1997).
Given that this research sought out the voices of individuals with
disabilities, a phenomenological analysis of transcribed interviews and behavioral
observations was the methodology chosen. This research used words and
observations as the data, and was concerned with meanings participants
attached to phenomena in their life. The in-depth information acquired allowed
the gathering of subjective information such as the stated perceptions and
feelings of persons which are not ordinarily captured from a quantitative
approach (Creswell, 1998).
While the major research findings on self-determination and quality of life
to date have provided quantitative data, the current study was intended to
provide helpful qualitative information. Whereas quantitative research on selfdetermination has reported on the number and kinds of community activities and
choices individuals make, it has often failed to describe the value of these
choices for individuals in their daily life. Preference assessments and surveys
may not adequately address the elements of self-determination most important to
a person with a disability. The current research promoted going directly to the
person, and gathering, analyzing and giving a public voice to the words and
behavior of individuals living the experience of a person with a cognitive
disability. This research also attempted to demonstrate that it is possible to
gather important and relevant qualitative data directly from individuals with
cognitive disabilities.
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This research also tried to break with previous approaches to the study of
quality of life and self-determination. Much of the published disability literature
concerning individuals with cognitive disabilities has only provided a quantitative
approach to measuring self-determination. The current qualitative approach was
designed to promote maximum empowerment of the individual by placing primary
importance on his or her authentic voice and critical perspective.
This qualitative research was conducted in a natural setting, and the
researcher was integrally involved in the data collection and analysis. The
emphasis was on collecting the actual words and behavioral observations of the
participants. The researcher interpreted the meaning of the data, and derived
research conclusions only after developing an understanding of the subject
matter from the participant's own perspective, always conscious though that it
was the researcher's interpretation that comprised the results.
Research Questions
The research questions were as follows:
1. How do individuals with cognitive disabilities experience self-determination?
How do they experience the presence or absence of personal freedom and
control in their life?
2. How does the experience or perception of self-determination vary according
to (a) individual capacity, as defined by an intelligence score, diagnosis, or
adaptive behavior (b) opportunity, as defined by the degree of community
integration and independence in the environment where someone lives, or (c)
with different levels of caregiver support and accommodation as defined by
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the number of hours of caregiver assistance provided? Self-determination has
been associated with these key factors.
3. How does the perceived presence or absence of self-determination impact
the quality of life for an individual with a cognitive disability?
Significance of Research Questions
The first question was an inquiry into the daily life experiences of personal
freedom, personal authority and personal control for individuals with a cognitive
disability. It was the researcher's hypothesis that Individuals with a cognitive
disability may experience freedom, authority, and control more through daily life
experiences which individuals without disabilities take for granted, such as
decisions and choices over what to eat, where to go, and with whom to spend
time.
The second research question examined the link, suggested by quality of
life and self-determination models, that individual capacity, environmental
opportunity and support or accommodations influence self-determination.
Gaining an understanding of the perspectives of individuals experiencing
different circumstances (individual capacity, opportunity, and level of support)
could help to clarify how these factors influence their experience of selfdetermination. One hypothesis was that since individuals with a cognitive
disability often rely on others for their support, the experience of selfdetermination is related to their individual capacity to influence others to meet
their basic needs. Environments that provide more opportunities for an individual
to influence others may promote self-determination more than environments
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where an individual has little ability to exert influence.
The third research question examined how self-determination relates to an
individual's own perception of quality of life. In other words, does quality of life
appear to be related to self-determination indicators such as personal authority
and control? Research has found that there are predictors of quality of life and
that these are the same for individuals sharing common characteristics, such as
the finding that family life is a more important determining factor in the quality of
life of women (Bharadway & Wikering, 1977). Schalock ( 1997) reported the
results of three significant studies related to persons with dls8Qilities and the
correlates of quality of life. These studies indicated that personal characteristics
(age, gender, diagnosis, health, challenging behavior, and adaptive behavior),
objective life conditions (employment, daily activities, residence, social relations,
family contact, recreation, and perceived social support) and care provider
variables (education, work stress and satisfaction, and personal quality of life)
were the most significant predictors.
As with all people, the experience of quality of life for those with a
cognitive disability may be highly individualized. However, certain quality of life
domains for individuals with a cognitive disability may be more important than
others. Self-determination may not rank as high as the domains of social
inclusion and interpersonal relationships. It may be that self-determination is less
important than friendships and the perception of being included. Individuals who
have limited personal authority and control could have a good quality of life if
they are satisfied with their personal relationships.
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Recruitment
To examine these research questions the researcher sought the
participation of ten individuals who were consumers of the community mental
health system in one of three counties in southwest Michigan. The rationale for
selecting the community mental health programs is that each was participating in
a Robert Wood Johnson national initiative for promoting self-determination for
persons with disabilities. Some individuals with disabilities living in each of these
counties were receiving additional support in order to achieve a more selfdetermined life. These individuals were examples of information rich participants
since they were already being assisted to become more self-determined by the
programs in their county.
To begin the recruitment process, the researcher contacted the Director of
the Regional Community Mental Health Program to explain the project and to
request his support for conducting the research in CMH counties under his
regional authority. An explanation of the research was then sent to the
developmental disability program administrator in each county. Each county's
developmental disability program administrator was requested to write a letter of
support for the research to be conducted in his or her county CMH system. A
CMH research application packet was completed when required by the CMH
Office in a given county. This packet contained the WMU HSIRB approved
research protocol and all consent/assent forms, and the letter of support from the
CMH Director.
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Access to a sample was gained by asking the CMH program
administrators for developmental disabilities services in each county to assist in
the identification of participants for the research. The research protocol was sent
to the CMH program administrators, and follow-up phone calls were made to
arrange a meeting to review the research project, answer any questions they
might have, and make arrangements for participant selection. By describing in
detail the research selection criteria, CMH program administrators were able to
select participants.
At the discretion of the CMH program administrators, the researcher met
with case managers to further explain the research project. In one county, case
managers were asked to make the initial contact with potential participants, along
with their guardian if applicable, to inquire whether they would be willing to
participate in the study. In the second and third counties, one individual was
designated to make these initial contacts with potential participants.
A recruitment script was provided to ensure critical information was
provided such as potential risks to participants, participant protections, and
preservation of confidentiality. As CMH case managers or designees contacted
participant candidates, the researcher did not know the names or have any
identifiable information about subjects who did not wish to participate in the
research. This maintained the confidentiality of CMH recipients who might have
been considered good candidates for participating in the research but who
declined to participate.
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Research Approval. Informed Consent and Assent Process
A University HSIRB application was submitted for approval to obtain
permission for the research as the first level of approval (see Appendix A). At the
second level, access to individuals was gained through seeking permission of the
CMH program, filling out the CMH research application, and meeting with the
CMH research review committee to obtain its approvaL
Third, the researcher obtained the informed consent of the participant or
his or her legal guardian, as well as the informed consent of the support
personnel or any family member who was a key informant and therefore
interviewed. To obtain the informed consent, the researcher provided the CMH
case manager with the approved written consent and assent forms and ensured
that they could describe the research activities in sufficient detail so that
questions could be answered. Participants or legal guardians had a phone
number to call to speak directly with the researcher if they chose to before
making a decision.
The researcher did not receive any phone calls; rather, at the request of
participants and/or their family members the researcher called to discuss the
interview process prior to the first meeting. Most of the questions from
participants and family members pertained directly to the type of interview
questions that would be asked and the purpose of the research. One participant,
for example, wanted to know if the questions would be of a personal nature.
Finally, and most importantly, participants were asked to indicate their
assent to be interviewed or observed, and provide some indication of willingness
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to acknowledge and agree to the presence of the researcher during each contact
period, regardless of previous informed consent. The participants were free to
discontinue or withdraw their participation in the research at any time, and refuse
to answer any questions without prejudice. Frequently, participants simply did not
answer questions, said "I don't know", or ignored a question they either did not
understand or did not choose to answer.
To obtain assent, the assent form was read out loud to the individual, and
the research activity was described, using words the individual could understand.
The researcher rephrased the description until the participant provided some
indication that he/she understood the research activity. Due to varying abilities of
the participants, the researcher pointed to pictures on the assent form that
showed what the researcher would be doing, if necessary, to promote
understanding. The individual was asked to check a box on the assent form to
indicate his or her willingness to participate.
Obtaining informed consent on qualitative data presented some
challenges to the researcher, as the actual words and behavioral observations of
the participants could not be described in advance. The participants were able to
designate another individual to be present during all research activities as an
independent advocate who could stop research activities at any time. Most
interviews were conducted in the presence of such advocates or support staff.
Confidentiality of Research Data
It was paramount to the research design that confidentiality about
participants be maintained. Identifiably personal information about participants
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was kept confidential. Any reference to individuals in the written results of this
research therefore disguises the identity of participants and the counties or
programs in which they participate. Participants were assigned a participant
number (code) for reference purposes. Participant's names and corresponding
codes were maintained on a master list kept separate from the research data.
Written interview and observational notes were maintained in a locked file in the
possession of the researcher and participants were always referred to by number
in written material. Tape recordings of interviews did not contain identifiable
information about the participant and were labeled with the participant's number.
Due to the need to maintain the confidentiality of identifiable data, some
examples of findings could not always be included without breaching the identity
of the participant. In these few circumstances, examples were deleted from the
findings.
Benefits of Participation
Participants may have benefited from the research by having the personal
interest of the researcher who listened attentively to them and sought to
understand their personal perspective. As many individuals with a cognitive
disability have fewer acquaintances than individuals without a disability, the
contact with the researcher may have been considered by some individuals to be
reinforcing. Almost without exception, participants welcomed the visit from the
researcher and were eager to spend time together. For example, when asking
participants over the phone when they wanted to schedule a visit, it was common
for the researcher to be told to come visit "right now" or "soon".
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Participants may also have benefited from the research by having
information gathered about themselves that would ordinarily not be sought and
given a public voice. It was common for participants to use the interview time to
log a complaint or voice a concern about a program or service. Although specific
information about individuals was confidential, the enhanced knowledge gained
through these interviews both about quality of life and self -determination, and
about programs and services in general, could contribute to improved services.
Participants were also given a twenty-dollar bill per interview to show
respect for their time. The twenty dollars was given at the beginning of the
interview session and was the participant's money to keep regardless of whether
or not they completed the interview. All participants were visibly excited about
receiving the compensation, and immediately took steps to secure the money in
some manner. Some participants had a wallet; one used a clothespin. Without
exception, the researcher found that the interview could not begin until the
participant was confident the money was secure. Participants were interviewed
up to a maximum of four times, and could therefore be given a total of eighty
dollars for their research participation.
Risks to Participation
It is possible that for some individuals the presence of the researcher was
a disruption to their routine, although the researcher only encountered one such
possible example. One participant seemed preoccupied with getting ready to go
swimming, even though the scheduled event was over two hours away. Another
possible risk was that participants may simply have not wanted to spend any time
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with the researcher, although typically participants were very happy to have a
visitor. The researcher respected any indication that the participant wished to end
the interview or visit. It is also possible that once the research was concluded,
the termination of the relationship with the researcher was disruptive. For
example, one participant wanted to schedule more visits, although additional
information from that participant was no longer needed.
There was some risk that during the research a participant became
disturbed by questions or words they did not comprehend. The researcher
therefore kept conversation geared to the cognitive ability of the participant.
Frequently, questions had to be rephrased, or skipped over whenever the
participant gave an indication that they were becoming frustrated or did not want
to answer a question for some reason.
Protection for Participants
Individuals always had the option to terminate their participation at any
time, for the remainder of the research or for any individual session. No
participant withdrew from the research, although frequently participants became
tired when conversations lasted longer than thirty to forty minutes. The
researcher's twenty-three years of experience supporting people with a cognitive
disability made her more observant of the communicative behavior of individuals.
The researcher respected any signs of discomfort or indication from the
participant that he or she wished to terminate the session or withdraw from the
research.
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Participants also had the option to have a support staff or family member
with them during any research activity. If a participant had a legal guardian, that
person had the option to designate an individual to be present with the participant
during any research activity. Two of ten participants were alone during
interviews, and all other had a parent, guardian, or support staff present.
Participant Selection
The objective of the participant recruitment process was to select
participants who would provide interesting information for analysis. Ten (10)
individuals were included in the research. Sampling proceeded in stages from the
pool of potential participants. First, in order to insure the participation of at least
ten individuals, the CMH program administrators were asked to identify
individuals who met the selection criteria. Second, the individuals identified by
the selection criteria were divided further into a stratified purposeful sample,
useful for illustrating subgroups and facilitating comparisons. Third, participants
were selected from the stratified subgroup using an intensity sampling method of
seeking information rich cases that manifest the phenomenon under study.
Selection Criteria
All of the participants were adults age 21 or older, who were receiving
services from the community mental health board in their county. In addition, the
participants met the following criteria:
1.

Individuals who were Participating in the Michigan Self-Determination
Initiative in their County
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This initiative began in 1997 as part of the Robert Woods Johnson project
on self-determination. To participate in the current research, individuals must
either have been participating in this initiative by having an individual budget with
authority to purchase services, or by receiving additional support from CMH and
others in order to live a more self-determined life.
2.

Individuals with a Developmental Disability as Defined by the
Developmental Disabilities Assistance and Bill of Rights Act of 1994

This definition is as follows: A severe, chronic disability of a person 5 years of
age or older which:
(a).

is attributable to a mental or physical impairment or combination of
mental and physical impairments;

(b).

is manifested before the person attains age twenty-two;

(c).

is likely to continue indefinitely;

(d).

results in substantial functional limitations in three or more of the
following areas of major life activity: (1) self-care; (2) receptive and
expressive language; (3) learning; (4) mobility; (5) self-direction; (6)
capacity for independent living; or (7) economic self-sufficiency;
and

(e).

reflects the person's need for a combination and sequence of
special, interdisciplinary, or generic care, treatment, or other
services which are of lifelong or extended duration and are
individually planned and coordinated.
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3.

Individuals with a Cognitive Disability that Interfered with Learning,
Mobility, Communication, Self-direction, and Daily Living
(The fact that individuals were recipients of CMH services meant they

should already meet the criteria for being severely disabled.)
4.

Individuals able to participate in a verbal conversation using one and two
word responses, an alternative communication device, or other
communicative behavior that is readily observable.
Individuals able to indicate their consent to be interviewed or observed

and provide some indication of willingness to acknowledge and agree to the
presence of the researcher. Individuals had to choose one key informant, such
as a family member or support staff, and who knew the individual well and was
willing to be interviewed.
Stratified Subgroup
The intent was to obtain equal numbers of individuals from one of two
subgroups, determined by the following criteria. They were individuals:
(a)

Living in environments considered to be the most inclusive and
therefore providing opportunities for frequent decision making and
personal control. These environments would include independent
living, supported living or semi-independent living, and family
homes.

(b)

Living in more dependent care settings such as nursing homes,
group homes or adult foster care homes.
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It was presumed that individuals living in more inclusive environments
would be more likely to have experienced self-determination than individuals who
were living a completely segregated life style or living in settings that require
compliance with house rules that provide less opportunity for personal choice.
However, due to the selection criterion that individuals had to be participating in
the self-determination initiative, no individuals were recruited that currently lived
in dependent care settings. However, 6 of the 10 participants were attending a
day program, considered to be less inclusive than other types of day time
support, and therefore providing fewer opportunities for frequent decision making
and personal control. Therefore, the researcher used this as the basis for
exploring the impact of community environment.
Data Forms
The data collected were the actual words recorded by a tape recorder
during one-to-one interviews, and behavioral observations made during those
interviews. However, it was anticipated that the interpretation of verbal and
physical communication of individuals with severe disabilities could be difficult.
To determine congruence between the researcher's interpretations and the
messages the individuals were communicating, the researcher also interviewed
one support personnel, family member or another proxy to gauge the
dependability of the data.
The researcher interviewed each participant at least two times for a
maximum of two hours, one hour per interview, or as tolerated by the participant.
The first interview was most often conducted in the residence of the participant,
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and in the presence of a family member or support personnel. The second
interview usually occurred after the observation session. The interview with a
family member or support personnel typically occurred after the participant
interviews or concurrent with the participant interviews.
The researcher observed each individual, noting behavior patterns and
non-vocal communication in order to augment interview data with any additional
communicative messages that could be interpreted from their observable
behavior. These observations supplemented the interview data, which may not
have been as rich or detailed as that obtained from persons with fluent speech.
Observations were made during regular daily activities that the participant
allowed the researcher to witness.
A flow of the research activities was as follows:
Step I.

Participant Interview & Observation

Step 2.

Participant Observation While Engaged in Activity

Step 3.

Participant Interview & Observation

Step 4.

Support Personnel/Family Member Interview

Step 5.

Repeat Participant Observation and/or Interview Until Data Saturation
Achieved

Data Collection and Instrumentation
Individuals were asked if they were willing to help the researcher by
talking about what they do each day. Each individual was interviewed and
observed in typical life activities to gather rich descriptions that may prove helpful
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in interpreting the meaning of their life experience. Interviews with paid support
personnel and family members who knew the individuals well provided a
measure of dependability and validity for the information gathered.
Participant Interviews
Interviews were conducted in locations chosen by the participants. In
almost all circumstances, the participants chose to be interviewed in their own
residence. Interviews usually lasted no longer than one hour, and the participant
was able to terminate the interview at any time. At the participants' request, most
interviews were followed by a period of socialization when the participant would
provide a tour of their residence and show the researcher their possessions of
significance to them, pictures of loved ones, or current art projects. For example,
one participant was a collector of Santa Claus statutes and candles, another had
fourteen pictures of her boyfriend, and another had his latest art work on display
throughout his home.
The participants also chose whether to have a support staff or family
member present during the interview. Most participants wanted to have someone
present, which proved helpful in the interpretation of idiosyncratic speech.
Preceding the interviews, the researcher explained the interview process, asked
the individual to answer a few questions, and clearly indicated that the individual
had a choice whether to participate or not, and could stop the interview at any
time or choose not to answer any question.
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Topic Guide
The researcher used a topic guide, Appendix D, page 159, rather than
specific questions in sentence format, as a method to maintain some degree of
consistency between interviews. Interviews did not follow a particular questioning
route, and the researcher spontaneously rephrased the questions as often as
necessary to make sense to the interviewee.
Dichotomous questions were avoided whenever possible. To the extent
possible during a conversational dialogue, all interview questions were nondirective so that the interviewee was not unintentionally influenced. Interview
questions were open-ended to allowed individuals to respond without setting
boundaries. Responses were recorded by tape recordings, and observational
notes were dictated by the researcher immediately following observational
sessions.
Participant Observations
Participant observations were made of each individual in at least one
major life domain of community-based activity and/or residential living. A
behavioral recording chart, intended to record observations during these events,
proved awkward to use because of its design. It required the researcher to
categorize behavior rather than simply record it and therefore detracted from the
actual time spent observing. The recording chart was replaced with simple notes
and dictation by the researcher immediately following observations. Participant
observations were usually conducted following each interview as this proved to
be a naturally occurring, non-intrusive time to spend with the participant.
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Observable behavior, particularly facial expressions and body positioning, was
recorded. These observation methods have been frequently used to determine
the communicative messages of individuals with a cognitive disability, and have
been shown in the literature to be a reliable method of determining satisfaction of
individuals with cognitive disabilities (Green & Reid, 1996).
Data Analysis
Phenomenological data analysis is a process of reduction, proceeding
through an analysis of specific words, statements, and observations to the
development of themes, and concluding with a description of the actual
experience. The researcher searches for the underlying meaning of the
phenomenon. The current research followed this pattern.
It is recognized that the analysis of qualitative data can be interpretative
and can reflect the bias of the researcher. Therefore, the researcher used two
independent sources to review the data for some measure of reliability. First, a
family member, support staff, or proxy was consulted on the interpretation of
words and concepts conveyed by participants that were difficult to understand
due to idiosyncratic speech. Second, an independent rater who agreed to read
the written, coded transcripts of all interviews reviewed the analyzed data. The
researcher selected the rater based on her significant experience with people
with cognitive disabilities. This experience was gained by working for ten years in
a variety of capacities which included advocate, job coach, program
administrator, and case manager.
The researcher, who provided a verbal overview of the research study,
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including the rationale for the coding of transcribed interviews and observations,
oriented the rater. The rater was then provided with a copy of the entire
codebook. The rater and researcher then reviewed a sample of the coded
interview transcripts together until both the rater and researcher agreed that the
rater understood the coding scheme. The rater was instructed to review the
transcripts and agree or disagree with the coding of transcripts, or offer
alternative interpretations of coded data. The rater provided this information by
writing notes directly on the written transcripts and returning these to the
researcher.
While it was the participant's own words and behavior that comprised the
data, it was the researcher's own experience that was reflected in the data
analysis. The researcher has developed a variety of programs that supported
people with cognitive disabilities, ranging from adult day activity and sheltered
employment programs, to supported and competitive employment services. More
recently, the researcher has developed community-based support services for
people with cognitive disabilities as alternatives to segregated programs. The
researcher has been engaged both directly and indirectly in the support of
individuals with cognitive disabilities for more than two decades and drew on this
experience as a qualitative researcher.
Interviews were transcribed verbatim into word processing software and
copied into Ethnograph v5.0, a software program for the analysis of text-based
data, where data files were created. Interviews were then analyzed and coded
soon after the interview session. Additional questions for each participant were
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then generated from their transcribed interviews and became the basis for
subsequent interviews.
Coding Scheme
Words, phrases, and observations were coded. Initially all code words are
independent, but as similarities were identified, the code words were then
grouped into families. The coding scheme resulted in a code list, or a codebook
and corresponding family trees. The Ethnograph v5.0 software also allowed for
definitions to be inserted for each code word. The family trees are depicted in
Table 4.

Table 4: Code Book Sorted By Family Tree
Code Families

Parent Code Words

Code Words

Self-determination

Choice/No Choice

Activities, Work

Active/Passive

Things

Authority/No Authority

Consumables

Control/Lack of Control

Time

Decisions

Decisions

Personal Goals/Values

Needs Met Goal

Health/Physical Well Being

Allergies, Disabling
Conditions; Disease

Emotional Well Being

Happiness/Sadness; Fear;
Contentment

Material Well Being

Food, Possessions; Shelter

Personal Development

Skills; Personal Competence

Social Inclusion

Community Activities

Quality of Life

Community Status
Integration/Segregation
Friendships/Relationships

Family
Boyfriend/girlfriend
Acquaintances

Rights

Privacy; Restrictions
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Table 4-Continued
Living Environment

Residential Type

Group Home
Family Home
Independent
Roommates

Personal Development

Personal Capacity Behavior

language
Independence/Dependence
Gestures

Environmental Supports

Support Personnel

Paid Care Giver

Accommodations

Family Member

Horizonalization
Horizonalization was the first step of the process of data analysis.
Significant words, phrases, or observations were coded and family trees created.
Segments of data that related directly or indirectly to definitions in the code book
were extracted. For example, a statement such as, "I don't like to go to school in
the snow" was interpreted as an example of an activity where a choice was
involved, but where the individual did not have an opportunity to choose
demonstrating a lack of self-determination. Whereas the statement" I use to
come everyday, but I got tired of the everyday thing, so I'm here 3 times a week"
was interpreted as an example of an activity where a choice was involved, and
the individual had an opportunity to choose demonstrating self-determination.
Interpretation of Themes
In the second step, meanings were formulated from the examples of selfdetermination and quality of life, and aggregated to determine emerging themes.
Defining these clusters of meanings constituted the third step of data analysis.
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Unifying Descriptions
A unifying or composite description of the meaning of the experience or
phenomenon was the final step in the phenomenological data analysis. The
intent was to conclude the research with a descriptive understanding of the
phenomena under study. Concluding the phenomenological study with a "picture"
of the experience is a tradition of this type of qualitative inquiry (Creswell, 1998).
Validity and Standards of Quality
There are two distinct paradigms that operate in qualitative research
approaches. First, some argue that qualitative studies offer no separate
philosophy of knowledge underpinning the approach compared to the
quantitative approach, and so the same criteria of quality should apply. The
second paradigm is offered by those who believe that qualitative studies
generate a different type of knowledge than quantitative approaches, and
different quality criteria should apply (Mays & Pope, 2000). Those supporting this
second paradigm believe that conventional measures of quality should not be
used to judge the approach such as validity (the extent to which it measures what
it was intended to measure), generalizability (the ability to apply the results to
other settings), and reliability (the extent to which the study can be repeated).
Furthermore, at the core of this second paradigm is the notion that there is no
objective truth that exists independent of the evaluator and the process. Rather,
the truth is constructed by the interviewer and interviewee.
Whether or not the qualitative approach needs to recognize the concept of
validity, there remains the requirement that qualitative information should
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minimize errors in interpretation. There are a number of methods that this
research study used to reduce errors and increase the trustworthiness of the
findings.
Respondent Validation
Obtaining qualitative information from individuals with cognitive disabilities
presented a challenge when communication barriers existed. Analyzed data were
therefore reviewed with family members or support personnel to gain an
additional perspective and to add validity to the messages interpreted by asking
for verification of idiosyncratic speech patterns or word usage. It is possible that
the researcher may have misinterpreted a person's idiosyncratic language. Such
verification of research analysis has been sited in the literature as one method to
maintain quality (Dukes, 1984 ). Audiotaping of participants proved critical to the
results and was used in all interviews except one. (This one interview occurred
with a participant and his family over dinner at a restaurant, and the researcher
decided that a tape recorder was too intrusive.) The interpretations of written
transcripts of interviews were corroborated through inter-rater reliability.
The researcher enlisted the support of another qualified mental retardation
professional, who had over ten years of experience supporting people with
cognitive disabilities. She independently reviewed both the transcription and the
coding of transcribed interviews noting areas of agreement and disagreement
with the coding of the researcher. Since the actual transcription and coding
activity itself was labor intensive, this independent rater was only asked to review
data that was transcribed and coded already.
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Qualitative interviewing requires an understanding of culture. The task of
the qualitative interviewer is to "recognize and explore words that have rich
connotative or symbolic meanings" for the people being studied (Rubin & Rubin,
1995). Interpreting communication of individuals with cognitive disabilities is at
times akin to understanding another culture. The majority of individuals with
cognitive disabilities included in the research were labeled as speech and
language impaired. Generally, interviewing required more active listening and
astute observation than aggressive questioning. The researcher's 23 years of
experience knowing and advocating for persons with cognitive disabilities
contributed positively to the validity of this qualitative approach.
Triangulation
The application of more than one method of data collection is generally
the accepted approach to insuring criteria of soundness. The assumption is that
a weakness in one source of information will be compensated by another. This
may be important in qualitative studies involving individuals with cognitive
disabilities because of the documentation of acquiescence in quality of life
involving qualitative interviewing (Matikka & Vesala, 1997). However, this may be
more important to studies seeking causal associations. Qualitative research
could actually help to understand acquiescence among individuals with cognitive
disabilities such as mental retardation, and explain why it might occur.
The current research combined qualitative interviewing with behavioral
observation and proxy interviewing, and included the audio-taping of interviews,
which proved critical for purposes of data collection. Surprisingly, the researcher
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found that careful listening to audiotapes revealed participant responses that
were missed entirely during the actual conversation. Normally during such
missed opportunities the researcher did not acknowledge the participant's
message, but instead gave a polite but neutral response as if the participant's
words were understood. It was only during the transcription process that the
researcher came to understand the words and message conveyed by the
participant.
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CHAPTER IV

RESULTS

Participant Descriptions
A total of 10 individuals participated in the study. Table 5, page 71,
provides descriptive information about the participants. All 10 participants were
adults age 24 or older, with ages ranging from 24 to 49 years of age. A total of 7
females and 3 males participated. All participants were Caucasian.
The participants were receiving services from a county community mental
health system. All ten individuals were also either participating in a selfdetermination initiative (by having an individual budget with control over the
purchase of services and the hiring of personal assistants), or were receiving
additional support from CMH and family members in order to live a more selfdetermined life. The additional CMH support typically included the involvement of
a professional who would find and authorize the use of alternative resources. For
example, instead of obtaining services through an agency, the professional could
arrange for the participant to pay a non-disabled roommate who agreed to
provide personal care services. Support from family members included (for 9 of
10 participants) finding the apartment or house where the individual resided.
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All ten participants were individuals with a developmental disability as
defined by the Developmental Disabilities Assistance and Bill of Rights Act of
1994. This meant that they had a severe, chronic disability that was attributable
to a mental or physical impairment or combination of mental and physical
impairments. This disability was present before the age of twenty-two; was likely
to continue indefinitely; and resulted in substantial functional limitation in three or
more major life activities. Accordingly, each participant needed a combination of
services that were of lifelong or of extended duration. All ten participants lived in
a house (4) or apartment (6), and all participants needed assistance with
independent living, and self-direction. Support staff and family members needed
to be in daily contact with them.
A total of 5 of 10 participants needed support 24 hours per day. Only one
participant lived with family members; three lived alone, and six had a roommate.
Of the six individuals with a roommate, two had roommates who did not have a
disability. All participants required financial assistance, since they were not
economically self-sufficient. However, one participant had a job. Six of the 10
attended a day program for people with disabilities.
A total of 8 of 10 participants had a speech and language impairment that
interfered with expressive and receptive language. A total of 5 of 10 participants
had a mobility impairment that interfered with independent movement/
ambulation, and all five used a wheelchair. Consequently, all five of these
participants needed assistance with self-care such that they could not complete
routine personal care (i.e., toileting) on their own. All ten participants were
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labeled with a cognitive disability.
A total of 5 of 10 participants were labeled with mild mental retardation,
three were labeled with moderate mental retardation, and two were labeled with
severe mental retardation. A total of 6 of 10 participants attended a segregated
school in their youth, while three attended a regular school at some point in their
education. All five of the participants with mobility impairments, who used a
wheelchair, attended a segregated school.
Participants had multiple health impairments that included seizure
disorders, cerebral palsy, mental illness, heart conditions, blindness, low vision
and hearing impairments. Table 5 describes significant participant
characteristics.

Qualitative Results
The researcher adopted a phenomenological approach to the research
study with the intent of revealing the meaning of self-determination and its impact
on quality of life from the perspective of the individuals being studied. The
researcher's a priori position was that self-determination had not been
qualitatively described, although it had been quantitatively measured. It was the
researcher's belief that Individuals with a cognitive disability may experience
freedom, authority, and control more through daily life experiences which
individuals without disabilities take for granted, such as decisions and choices
over what to eat, where to go, and with whom to spend time.
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Table 5: Participant Description

1.

Age

Disability

Gender

Secondary
Conditions

living
Situation

Family
Involvement

36

MildMR

F

Multiple
Health

Family

Daily

Level Of
Support

1:1
support

24
hours

2.

48

Moderate

M

No

House &
Roommate

None

1:2
support

24
hours

3.

42

Mild

F

Psychiatric

House
Alone

Daily

Support
a few
hours

4.

28

Mild

F

No

Apartment
& Roommate

Weekly

Support
a few
hours
daily

5.

49

Moderate

F

Multiple
Health

Apartment
& Roommate

Weekly

Multiple
Health

Apartment
Alone

Daily

6.

31

Severe

M

1:1
support
most of
day

1:1
support

24
hours

7.

33

Mild

F

Multiple
Health

Apartment
Alone

Daily

Support
a few
hours

8.

24

Mild

F

Multiple
Health

Apartment
& Roommate

Weekly

Support
a few
hours
daily

9.

34

Moderate

M

Multiple
Health

House
& Roommate

Daily

24

I
10.

1:1
support
hours

35

Severe

F

Multiple
Health

Apartment
& Roommate

Weekly

1:1
support

24
hours
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Receptive/
Expressive
Language
Sentences; speech
impairment slows
speech
Spontaneous
comments
Words & phrases;
mild speech
impairment
Spontaneous
comments
Sentences; no
speech impairment
Spontaneous
comments
Sentences; no
speech impairment
Spontaneous
comments
Words & phrases;
significant speech
impairment
Spontaneous
comments
Words; significant
speech impairment
little spontaneous
comments; parent
assisted
Short sentences,
words & phrases;
speech impairment
slows speech
Spontaneous
comments
Sentences;
impairment slows
speech;
Spontaneous
comments
Words & phrases;
speech impairment
slows speech
Spontaneous
comments
Answered in
movements & noises
Spontaneous noises
& movements,
parent assisted

Also, considerable confusion surrounded the meaning of selfdetermination and its relationship to quality of life, and the researcher sought to
discover a better understanding of this relationship. As with all people, the
experience of quality of life for those with a cognitive disability may be highly
individualized. However, certain quality of life domains for individuals with a
cognitive disability could be more important than others. The researcher collected
data, which were the actual words, statements, and observations of participants,
with the goal of creating written descriptions of how individuals with a cognitive
disability experience self-determination, and how the perceived presence or
absence of self-determination impacts their quality of life.
The researcher also sought to compare experiences across participants
according to their differing levels of caregiver support, individual capacity or
personal competency, and degree of community integration. It had been reported
in the literature that self-determination might be experienced differently by
individuals according to these factors.
The results of the study are presented in a series of tables, each depicting
a stage of the data analysis. Since phenomenological data analysis is an
analytical process of reduction, the data tables proceed from a broad, allencompassing representation of the data to a synthesized description of the
meaning of self-determination and its relationship to quality of life.

Representative Statements
Beginning with the actual words, statements and observations pertaining
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to the investigated phenomenon, the first step or stage of analysis was the
horizonalization of the data. In this stage the coded words, phrases, or
observations were separated according to their code, and lists of non-repetitive,
non-overlapping statements were compiled for each code family. Significant
representative words, statements, and observations that were extracted from the
transcribed and coded interviews are displayed in Appendix E and in Tables 6
through 12.

Self-Determination
Representative Statements of Self-Determination "When, What. Where. Whom"
Table 6 (a) and (b) list significant statements representing selfdetermination. Typically, representative statements and observations of selfdetermination related to expressions of control over the "when, what and where"
elements of daily life. Examples of such statements are summarized in Table 6
(a). The following statement is an example of a participant who exercised control
over when something occurred.

"I use to come everyday, but I got tired of the everyday thing, so I'm
here 3 times a week."
This individual clearly had both the ability to express her choice of "when
to do something" and also had the authority to decide. Likewise, individuals
deciding the details of their everyday lives, expressed these through assertive
statements and actions about what they wanted to do, or when they wanted to do
it. Their statements and behavior, although not dramatic, nonetheless
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demonstrated choice and control. For example, in the following statements,
participants are asserting their choice and control over when an activity should
occur.

"Chris, play with me (now)."
" ... not until my movie is over."
"Right now (come over to visit)."
Other common decisions observed by the researcher and reported by
participants related to having needs met or desires honored. Important but simple
decisions comprised many people's day-to-day experience. For individuals
dependent on the use of a wheelchair, many of these decisions related to having
immediate needs met, such as getting a drink when thirsty, or having an item
brought to them from across the room. In the followin~ statements, participants
are asserting their choice over what they want, and often times this involved
having someone else do something for them.

(Get me) ... "juice."
"I want my book (get me my book), I'll open it, I'll open it."
"Put the money in here ... "
"Go get the picture ... "
Refusing to eat by turning head away from non-preferred food.
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Table 6(a): Representative Statements and Observations of Self-Determination
Choice and Control -When, What, Where, Who
Choosing where/place

Choosing what/activity

(Do you ever rent movies?) "Go out!"

Continue my book writing

(What makes you most happy?) "Go out!"

"Keep it (my book) private."

Where to live

Do some more volunteer work

"I love being on my own."

Where to go in the evening

"I would like, if there is a chance, to get the
(software) program for home so I can do my
own song planning without having my mom in
the way."

Where to go shopping

Go to the mall.

I want to go one place! One place and that's it!"

Pick item at store.

Living close to boyfriend

Talk on phone.

Which restaurant to go to

Make purchase at store.

'Well, that depends on (a) where they are going
(b) what they are going to do and (c) how long
they will be gone."

Make a grocery list of things.

Where to go during the day

"If_ plans on taking me on an outing where my
allergies will bother me, I don't want to go."

Call friends.
Play board games/video games.
Go Christmas shopping.

"Get out in the community more."

Buy Christmas presents.

Living somewhere not noisy

{I like) "eating!"

Pizza and beer at the Blues Bar.

(I like) "go to the movies."

Eat at Burger King

Watch Sanford and Son on TV

Choosing when

Drink coffee

"Right now (come over to meet me)!"

Watch basketball videos

(Come at) "4:00pm."

Listen to a band

"(Visit on) Friday."

Be alone

Friday night date

Drink beer

"I want to go get my movie now."

Watch Dukes of Hazzard on TV

"(Let's go) ... not until my movie is over."

Spend time with boyfriend

"I use to come everyday, but I got tired of the
everyday thing, so I'm here 3 times a week."

Cook on George Foreman Grill
Go to library
Look at book/pictures
Stay home
"Book" (walking up to sales counter and
making a request)
"Juice (get me some)."
"Coffee (get me some)."
"Randy, Randy" "Mary, Mary (come here)"
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Participants also demonstrated other characteristics of self-determined
behavior. Table 6(b) lists observable behavior or actions that were characterized
as autonomous, self-regulated or self-controlled, psychologically empowered,
(such as "choosing" between alternative courses of action), and self-realizing
(such as "thinking" through the options prior to taking action).

Table 6(b): Representative Statements and Observations of Self-Determination
Choice and Control - Empowered, Self-Controlled, Self-Realizing
Empowered - Directing the behavior of others
'Write this down"

Empowered - Making a decision or
choice
Choosing between alternatives

"Just give me three more (questions)"
"You have to turn your paper over ... no, the other
way."
"You will have to make sure that if (name) is not
around, that at least 3 or 4 people know how to
undress me and redress me ... "

"So, I'm just going to continue it (an
activity)."
I decide the places to go.
I decide what to wear.
I decide what time to get up.

"You will have to make an appointment with my
mom ... "

I decide what time to go to day program.

Making support staff put money in safe as directed.

I decide how many places to go in one
day.

"Over here ... "

"I bought those shoes!"

"Put the money in here ... "
"Go get the picture ... "

Self-Realizing ·Asserting an opinion or
a fact

"We only need them (support staff) in the
evenings."

"I can't discuss {it) at school."

Selects activities for personal assistants to do
"Chris, you play with me."

"I go to the mall."
"I know what to do."

"Hangers ... (hang up my clothes)."

"I cook the red meat."

"Get down (telling cat)."

Speaking louder when unheard or
misunderstood by the listener

"(Visit over) here!"

Self-Controlled - Directing own behavior

Repeating words not understood by the
listener

Independently navigates shopping mall

Do you go to restaurants? "No"

Locates items at the store

"No, I can't. .. (do that)"

Locates items in own residence
Dresses self
"I want my book, I'll open it, I'll open it."
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Representative Statements of Lack of Self-Determination
More dramatic statements tended to pertain to the lack of selfdetermination, rather than its presence. Appendix E lists significant statements
representing the lack or absence of self-determination. Often times, participants
expressed concern over their lack of involvement in decisions about what they
did or where they went, as the following statement demonstrates.

"I'm afraid there is a chance I could get really, really sick, depending on
where they go and if the animal is loose."
These words were expressed by a woman who used a wheelchair and
was unable to move her body independently. Her fear was that support staff from
a day program might take her somewhere that could put her in harms way, either
by exposing her to a "loose animal", or an environmental allergen that would
make her sick. Her perception was that she lacked the authority to decided
"where to go" during her day. This belief that she was not in control left her with
fear and anxiety. It was apparent that her lack of control over decisions was
having an impact on her emotional well-being and therefore her quality of life.
This phenomenon was also expressed by other individuals whose words
revealed their life circumstances.

"I wish my mom would let me stay home more often." (Expressed by a
person who was being required to attend a day program.)

"They just take me wherever they want to go."
" ... especially on Thursdays when they decide to take me on outings."
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The lack of self-determination was evident in the words and messages
conveyed by participants. Typically, the circumstances surrounding the absence
of authority and control had to do with decisions made by others. Other times it
had to do with the inability of the participant to have control over the situation and
to be able to persuade someone to do something on his or her behalf. For
example, the following statements were made by two participants who could not
get help when they needed it.

They don't help me to the toilet.
"I've tried, I've asked, but nothing has been done yet." (Expressed by a
person who wanted support staff to put a diaper on correctly.)
One participant had been seriously ill within the past two years, in part,
due to the inability of a support staff to recognize the seriousness of her medical
symptoms. Unable to move independently, and speech impaired, her message
about her feelings was not noticed or understood by the young, nineteen year old
support staff. The participant's inability to find someone to do something on her
behalf almost cost her life. See Appendix E for representative statements and
observations lacking self-determination.

Quality of Life
Representative Statements of Quality of Life
In stark contrast, statements and observations about many dimensions of
their quality of life were very positive. Without exception, participants noted few
things they would choose to change about their lives, and overwhelmingly
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reported being happy. Representations of quality of life are summarized in
Tables 7 through 12 along the varied dimensions of quality of life.
Possessions, Material Well-Being
Table 7 summarizes typical material items valued by participants.
Participants did not report wanting or needing additional material possessions,
despite the researcher's observations to the contrary. (One participant had so
few possessions in his home that he did not even have a chair to sit on in the
entire house.) However, two individuals noted a desire to have access to a
telephone. One participant provided the following explanation for his need for a
phone.

Table 7: Quality of life Significant Statements and Observations Possessions,
Material Well Being
Telephone
"Because there are some old friends that I
would like to talk to, and I would like to talk to
my oldest brother."
House
"My dream for the future is to get a house. A
two bedroom house for the both of us."
WMU logo shirts
Pictures of family, friends, boyfriend
Paper with names on it.
Phone
Music tape - Jingle Bell Rock
Markers, pens
Wallet
Cans
Apartment
Phone numbers

This house
Collections - Santa Statues
Video games
Special Olympics ribbons and medals
Video tapes
Pets
New clothes
Private journal
Radio
CDs
Talking books
Batteries for radio
Sewing canvas
Beer
Sports videos
Books

"Because there are some old friends that I would like to talk to, and I
would like to talk to my oldest brother."
All participants had favorite items to display, with the most frequently
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showcased item being personal photographs of family members and friends.
Prized possessions ranged from Special Olympic ribbons and medals to a sign
on a bedroom door announcing that it was "LINDA'S ROOM." These items all
appeared to add quality and meaning to the lives of participants.
Physical Environment/Support
All participants required the support of others to complete their activities of
daily living. Table 8 summarizes statements and observations regarding the
personal support they received. This support was typically provided by paid staff.
Participants possessed a good understanding of their support needs, as
demonstrated by the following comment.

"They help me grocery shop."
Not all statements were positive. Participants mentioned problems with
their paid support staff as the following statement represents.

"They need to learn how to cut up my food."
Three of the participants chose to live alone, and six participants chose to
live with just one roommate. Participants made comments about their desire for
time alone and a preference for a quiet living environment.

Table 8: Quality of life Significant Statements and Observations Physical
Environment/Personal Support
They need to learn how to cut up my food.

They write my checks.

They need to be trained.

I can hire my staff.

My mom can't care for me all the time.

I can ask them to get me something.

They come to help me.

I can ask them to do things for me.

I don't know their name.

I can ask them to do activities with me.
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Table 8-Continued
They come when I need them.

They can't always come when I want them.

''We only need them at certain times."

They try to tell me what to do.

"They will drive us where we need to go."

I need them at night.

They will cook for us.

They come in the day.

I can schedule them.

They call me on the phone.

They are my teacher.

They help me grocery shop.

They live with me.

They try to figure out what I want.

They drive on a date.

My mom needs help around the house with
me.

My parents can't keep helping me.

I am concerned about complaints from my
family.

It is too hard for my parents to help me.
My family takes care of me.

I like to live where it is quiet.
I like to be safe at home.
I don't like other people around me.

Interpersonal Relationships, Social Well-Being
Table 9, page 82, lists the identities of persons whom participants
mentioned as important to them. All but one participant had frequent visits from
family members. One participant expressed a wish to make a new friend since
one of her friends had passed away.
Emotional Well-Being
All participants exhibited worry and concern over life circumstances, with
many worrying about their own health or the health of a family member. The
researcher did not anticipate these expressions of fear, anxiety, and stress.
Table 10, page 82-84, summarizes positive as well as negative emotions
expressed by participants. The following statements are examples of negative
emotions expressed.

"I am afraid I could get real sick."
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"Someone will come in the house and take me or rob."
"Someone (my family members) might die."
One individual with Down syndrome, who lived alone, had dialed 911 on
more than one occasion with concerns about having a heart attack, when more
likely (according to her mother) she was experiencing anxiety. Other participants
reported what might be considered common, everyday fears about being alone in
the dark, or being a victim of a robbery. However, these messages from
participants were more poignant given their dependent status. For example,
these words were from a participant who used a wheelchair and needed
assistance to move.

"My mom goes on an errand and no one is home to get me off the bus,
or to stay in the house with me."

Table 9: Quality of life Significant Statements and Observations Interpersonal
Relationships, Social Well-Being
Friend from the bar

Nieces

live in support staff

Mother/Father

Day time, in home support staff

Waitress

Boyfriend

Support staff's family

Church member

Cousin

Roommate

Grandmother

Actors on TV

Neighbor

Brothers and sisters

Family too far away.

Table 10: Quality of life Significant Statements and Observations of Emotional
Well-being
Happy

Dukes of Hazzard

Moving in here

"I liked them" (employees I worked with)
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Table 10-Continued
"It's nice out {Christmas lights in the mall)"

Boyfriend lives not too far away.

Showing off collection of Santa candles

"I love Tom Wopat."

Showing pictures of boyfriend

Applause

Dating my boyfriend

Not Happy, Sad

Boring movies at day program

Tummy hurts"

I don't like getting up at 5:00am.

"If they don't have a copy of my allergy list then
there is no where I can go except for a mall, or a
dollar store."

I don't like going every day.
I don't like going to school in the snow.
I don't like the school.

"They'll steal it (my money.")

They don't help me to the toilet.

People were noisy (at group home).

leaving my home (when no one available to stay
with me).

My dad passed away.
4 hours of videos

People comment about my personal care.

My diapers on incorrectly.

When my friend moves.

My mom rarely, rarely lets me stay home.

When I can't move my body when I want.

"I just wish my mom would quit worrying."

I had a friend but she died.

"I didn't like the group home, they were boring."

My dad passed away.
living in large group home.

Fear & Stress

I will miss my bus.

Taking me someplace where no one knows how to
take care of me.

My outing is canceled and I don't know where they
will take me.

I'm going to get sick.

I will have an asthma attack because of where they
take me.

Someone is going to steal me.

They are not careful when they take me out.

Someone won't change my diaper.

"My (wheel) chair fell off the lift, and the second
time my chair fell off of my church's ramp."

Someone won't help me to the toilet.
Someone will take my money.

They take me out for too long a time.

Someone will leave me alone.

"I am afraid I could get real sick."

"A loose animal will get me."

I am afraid of loose animals.

"A long trip (in a van) and they forget to tie me
down (my wheelchair) and the chair moves all
over."

I get really bad migraines.
My mother.

"My mom goes on an errand and no one is home to
get me off the bus, or to stay in the house with me."
"Someone will come in the house and take me or
rob."
Support staff leaves me alone at night when it's
dark.

"The only wish I would have is to have somebody
else take care of me instead of my mom and my
little sister because my mom is getting
really .... eating too fast, and having a hard time with
me."
"My mom doesn't know that I can handle, she
doesn't know if I can be responsible or not."

Someone (my family members) might die.

They steal my money

I might have a heart attack.
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Table 10-Continued
It's too difficult for my mom to take care of me.
No one is trained to help me.

Other expressions of fear and anxiety were directly related to participants'
lack of control over decisions that impact their lives. For example, the proceeding
statements were made by participants who worried about decisions others would
make.

My outing is canceled and I don't know where they will take me.
Someone will make me watch boring movies at the day program.
Someone will leave me alone at night in the dark.
Participants also expressed statements of happiness, and well-being.
Participants were happy when around favorite people, places, and things.
Personal Development
Appendix G summarizes significant findings about the personal
development or capacity of participants. Some participants had a surprising
grasp of their capabilities and support needs, frequently sharing information
about the kinds of help they needed.

" ... if we want to go someplace they'll take us since we can't drive ... "
"I don't have a checking account because I don't know how to write
checks"
For some participants this self-awareness extended to an acute sense of
the burden they may place on others. For example, these statements describe
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what two participants had to say about the care provided to them by their
mothers.

"My mom is having a hard time with me ... "
"My mom needs help around the house with me."
"My mom doesn't know that I can handle, she doesn't know if I can be
responsible or not. My mom worries too much"
Surprisingly, this self-awareness became the source of humiliation and
stress for more than one participant. For example, one individual labeled with
severe mental retardation, managed to tell of an incident when someone made
him mad. Apparently, the participant had a toileting accident, and because of his
limited physical mobility tried but could not clean up entirely. A support staff rang
his doorbell. When he opened the door, the staff expressed shock over the smell
coming from the apartment. Needless to say, the participant was humiliated by
the reaction of the support staff. This individual, who used very few words,
communicated with the assistance of his mother.

{Researcher Speaking) "What did they do to make you mad?"
{Participant Speaking)"Doorbell"
{Mother Speaking) "What bell?"
(Participant)"Bell, bell. Kathy bell. Bell, bell."
This exchange continued for some time.

(Mother)"You mean when you had that problem"

85

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

(Participant)"Yeah"
(Mother) " ... Oh ..! I know what you're talking about."
Appendix G provides a summary of some of the skills and abilities
demonstrated by participants, as well as some of the skill deficits. For example,
participants had a broad range of skills. Some participants could travel
throughout the community on a bus, write a check, and clean their own
residence. Other participants were quite dependent and needed help with all
physical activities of daily living.
Physical Health and Well-Being
Almost all of the participants had multiple health problems, and this was
the one dimension of their lives that participants noted they would change if
possible. Table 11 summarizes some of the physical conditions of participants.
One participant, who used a wheelchair, when asked what she would wish for if
she had a magic wand, responded: "walk".
Another participant wished not to have seizures, while another wished
away migraines. These answers came not from prompted questions about
health, but rather, to the researcher's "magic wand", or make a wish, question.

Table 11: Quality of life Significant Statements and Observations Physical WellBeing
Seizures

Hearing

Allergies

Vision

Getting sick

Heart Attack

Wheezing

Non-responsive
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Table 11--Continued
Fainting

Injury

Headaches

Calling 911 when I think l am having a seizure.

Migraines

"Wish I could walk."

Can't walk

"I do have seizures, and I want to control that

Bad back

my seizures, with no help."

Anxiety

Productivity/Physical Activity
Participants told of engaging in a wide variety of activities, and although
some reported not wanting to participate in certain activities such as going to a
day program in the snow, no one noted an activity they were missing out on. One
individual, however, did voice a desire to find a job in an office. This person had
previously worked cleaning offices, which was not at all a match to her vision of
doing "office work". She quit this job after being accused of "socializing" too
much. She said simply, "I liked them" (other employees).
Another participant made frequent trips to the store, not to shop, but rather
to be entertained. "Take cans back (to Meijer)" The crunching of the recycling
machine made the activity worthwhile. Another participant made weekly trips to
the local mall, occasionally to shop, but more frequently to acquire the
catalogues and flyers from her favorite stores. Table 12, page 88, summarizes
statements and observations related to physical activities and productivity.

87

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Table 12: Quality of life Significant Statements and Observations
Productivity/Physical Activity
"When 1help volunteer at school to talk about our
program."

Relaxing
Activity groups

When 1write my own name.

Go on "outings"

Living on my own.

Special Olympics bowling

Working at McDonald's for 8 years.

Eating

Being a really good worker.

Go to the movies

Making a yarn canvas.

Collect things

Coloring pictures for my walls.

Date someone

Building a birdhouse.

Stay home

Doing it by myself.

Walk

Cooking -I cook the red meat ..

Visit family

Work

Watch TV

Go feed the ducks.

Get in hot tub

Put shorts on today ... (getting dressed).

Go to bar

Song planning for church

Do laundry

Book writing

Take art class

Keeping a journal

Take trip

Go to church

Take summer vacation

Listen to radio

Grocery shopping

listen to compact disks

Clean apartment

listen to talking books

Go to the YMCA

Swimming

Office work

Shopping

Go to the library

Tours of museums

Go to ceramic class

Work

Take cans to Meijer

88
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

Table 12--Continued
Write

Look at books

Banking

Make a birdhouse

Special Olympics golf

Paint

Talking on the phone

Go to the park

Spend time with friend

Give the dog a bone

Go for walks

Coloring

Go to the pool

Put things together at work

Have friends over

Typing on computer

Work at McDonald's

Shredding paper

Work at sheltered workshop

Cleaning offices

Go to school

Go to day program

Sewing

Take care of pet

Watching movies

Call my mother

Video games

Generated Categories of Formulated Meanings
In the next research stage, a list of formulated meanings was derived after
a thorough analysis of the representative words, statements and observations.
These formulated meanings were an aggregate of the statements in each code
category or family, and was a method to group the results for further analysis.
These formulated meanings are presented in Tables 13(a) and 13(b) and 14.
Formulated Meanings of Self-Determination - Choice and Control
The participants frequently had control over many decisions in their daily
lives. Table 13 (a) summarizes the types of decisions over which participants
demonstrated choice and controL Participants decided the "who, what, when and
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where" details of much of their lives. These decisions were mostly the mundane,
such as what to eat, when to watch a video, or what gift to purchase for a friend.
However, these mundane decisions became more significant when the
participant lacked the freedom or authority to decide. Table 13(b) summarizes
the types of decisions that others made that denied participants choice and
control over their lives.
For example, when a participant could not decide where to go, or how
often, they experienced considerable anxiety and stress. Sometimes they feared
the worst, such as an "outing" to a place with a "loose animal." Or, when a
participant was made to attend a day program, getting up at 5:00AM, in order to
watch "boring movies" at the day program, the lack of control was apparent.
Other times, the lack of decision-making meant long hours doing something they
did not want to do, or leaving their own bed at night so that their caregiver could
have "respite."
When participants depended on the action of another to obtain what they
wanted, self-determination became even more critical. Even a simple request to
have a need met could be impeded. One participant had been without batteries
for some time for his radio. He was a person with few possessions, and his radio
was an important means of entertainment. He convinced the researcher to
furnish him with batteries since his support staff did not have his "outing" to the
store scheduled for some time yet.
Two other participants with severe communication impairments, and
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physical dependence on others, were observed constantly making requests of
their support staff. For these two participants, self-determination meant having
basic needs met satisfactorily, such as thirst quenched or hunger satisfied. For
yet another participant without the ability to communicate vocally, and who was
also physically dependent, self-determination meant having support staff predict
and anticipate basic needs, based on past experience.

Table 13(a): Formulated Meanings Self-Determination: Choice and Control
I like to decide where I live.

I like eating my favorite foods.

I like to decide how often I have to go to a day
program.

I like going to my favorite restaurant to eat.
I like going out in the community.
I like going to my favorite places such as the bar.

I like to decide who my roommate will be or
whether to have one.

I know what I like and don't like.

I like to decide when to do something.
I know whom I want to spend time with and
whom I don't want to spend time with.

I like to decide what to buy.

I know what is good for me.

I like to decide how often to go somewhere.

I know what makes me happy.

I like to decide what type of home to live in.
I like to decide on who will be my support staff.

I know what I don't like.
I like to go to visit with a friend.

I like going shopping for my own things and
buying gifts for others.

I like to decide when I get up in the morning.

I like to have food and drink whenever I want it.
I like to decide where I go.
I like to have help when I need it.

Table 13(b): Formulated Meanings lack of Self-Determination: lack of Choice and
Control
Someone else picks where and when I go
someplace.

Someone else decides how long I stay
somewhere.

Someone else picks what I will do each day.

Someone else decides whom I will live with.

Someone else decides when I have to get up in

Someone else decides when I get to have my
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Table 13(b)--Continued
in the morning.

favorite food and personal items.

Someone else decides where ! will live.

Someone else moves my body and they can
injure me if they are not careful.

They don't listen to me when I tell them
something.

Someone else decides if I will go somewhere
even though I don't want to go.

They just take me wherever they want to go.

I can't make a phone call when I want to.
I can't stay home when I want to.

Formulated Meanings of Quality of Life
Table 14, page 93, summarizes the predominant meanings of quality of
life. For the domain of material well-being, participants overall reported
satisfaction with their material possessions. Coveted items were personal, such
as photographs or "collections". One woman had acquired a sizable collection of
Santa statutes, another woman had cross-stitched pillows. Most material
possessions were for leisure, such as COs, books, and radios. (No participant
had a computer.) Most participants reported satisfaction with home furnishings.
For the environmental domain of quality of life, all participants reported
satisfaction with their living environment. Many comments related to a preference
to be alone. Although other family members reported that the participant was
lonely, this was not an opinion shared by any participant On the contrary, three
participants reported a preference to be alone, and three reported that they
wanted quiet at home. One participant complained that the group home was
"noisy", and that was why he moved out. One participant became noticeably
tense and withdrawn when previous roommates were loud and disruptive. She
was in the process of selecting her third roommate in hopes of finding someone
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quiet and more compatible with her.

Table 14: Formulated Meanings of Quality of life
Quality of life: Possessions, Material Well Being
Most of the things that are
important to me I already
have.

My pictures of my family and
my favorite people are
important to me.

I like the things that entertain
me such as videotapes,
music COs, a radio, TV,
books.

My collection of things I have
made are important to me so
that I can show others.

I don't need anything else for
my home.
I would like a telephone
because I want to be able to
talk to people who are
important to me. I don't always
have access to a telephone.

Quality of life: Physical Environment
I want it to be quiet at home.

I want to be alone.

I want to be safe.

Quality of life: Support
I want people who support me
to be trained how to do it

I want people to help me with
activities of daily living.

I know what I need help with
and what I can do on my own.

Quality of life: Interpersonal Relationships, Social Well-Being
I am eager to meet someone
new.

I like to have a relationship
with my family.

I like to have a relationship
with my extended family such
as nieces and nephews, and
grandparents.

I like to have a
boyfriend/girlfriend.

I like to have a roommate who
is a friend.

I like the family of my support
staff.

Support:

They try to tell me what to do.

They try to figure out what I
want.

They can help me.

They can help me with money.

They live with me.

They come when I need them.

They can drive me around.

They keep me safe at night.

They can do daily living
activities for me.

They help me get the things I
need.

Relationships:

I don't have any family.

They need more training.
I can hire them and ask them
to do things for me, and do
things with me.

Quality of life: Emotional Well Being
The things that I worry about
are:

That someone in my family
will die.

That they will not be trained to
take care of me properly.

That someone is going to
steal me.

That someone won't help take
care of my personal care need
(take me to the toilet, or dress
me correctly.)

That no one will stay with me
at home.

That I am going to get sick.
That someone won't take care
of me.

That I will be alone at night in
the dark.

That someone will rob me.
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Table 14-Continued
That I will get hurt.
That someone will leave me
alone.
That a loose animal will get
me.

That I will have an asthma
attack or have a seizure.
That they will take me
somewhere I don't want to go.

I am doing a project like
making a yarn canvas or
building a birdhouse.

I am dating my boyfriend.

That my mother will have a
hard time taking care of me
and get hurt.
That my mother will worry
about me too much.

That they will take me
somewhere for too long.

I am happy when:

That I will miss my bus.

I am volunteering at school.
I am doing a favorite activity or
going to a favorite place.

I am working at my job.

I am relaxing at home.
I am spending time with my
family.
I am sad/not happy when:

When I get tired because they
don't let me sleep in the
morning.

A family member died.
My personal care needs have
not been met properly.
My parent lets me know they
are having trouble take care of
me.

I am made to go outside in the
cold.
When I can't stay home when
I want to.

When I can't move my body
as I want to, when I want to.
When I am made to do
something boring.
When someone takes
something from me.
When I feel sick.

When my support staff lets me
know they are having trouble
taking care of me

Quality of life: Personal Development
Competence:

I can find a store in the mall.

I can answer my own phone.

I can read a street sign.

I can reside in my own
apartment.

I can write my name.

I can work at McDonald's.
I can volunteer at church.

I can take a city bus.

I can keep a savings account,
write my own checks.

I can clean my house.

Self-Awareness:
I am aware of my appearance.

I can select my own food at a
self-serve buffet.
I can use a computer.

I can recognize when
something needs cleaning.

I can push an alarm when I
need assistance.

I can page someone at a
public building.

I can stay alone.
I have knowledge of my prior
residential locations
I have knowledge of the label
others give me.

I can take care of my clothes.
I can take care of some of my
personal care needs.
I can select someone I want to
be my personal care aide.
I identify people without
disabilities
I recognize when I am insulted
by another person.
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Table 14-Continued
I know some of my personal
identifying information.

m¥

I am aware when I need
support.

I know
position in the
family (3r child).

I recognize my employment
longevity.

I can describe personal stories

I know when people like me.

about my own life.

I know I have a good work
record.

I can recognize how my care
needs impact others.
I can recognize the frailty of
my personal health status

I recognize my inability to
count money.
I recognize when my siblings
don't include me.

I know my likes and dislikes
I recognize my skill deficits.
I identify my unique attributes
of self as different from others.
I can choose words to
describe myself.
I know the affect of my
impairment on others.
I recognize my physical
limitations (cannot walk.)

I have knowledge of my health
care needs.
I need someone around to feel
safe.

Dependence:
I cannot be alone.

I need someone to bring me
my food.

I cannot execute my own
personal care.
I cannot move my wheelchair
myself.

I need someone to take care
of me.
I need someone to cook for

I cannot manage my money.

places.
I need approval from staff
before I will do something.
I need to ask permission
before I do something.
I need someone to affirm what
I say.

me.

I cannot manipulate objects
without assistance.

I need someone to take me

I need help for activities of
daily living.

Quality of life: Physical Well-Being
I generally do not have good health compared to others, and I know this.
I have the following health problems:
Seizures

Wheezing

Injuries

Allergies

Fainting

Bad back

Headaches/Migraines

Vision

Anxiety

Can't Walk

Weak heart

Hearing

Quality of life: Productivity/Physical Activity
The activities I do are:
Taking care of activities of
daily living:
Cooking
Getting dressed

Engaging in
recreational/leisure activities:

Hobbies such as sewing,
video games, collecting things

Listening to the radio, COs,
talking books

Watching movies

Swimming, walking, going in
the hot tub

Taking a trip, going on
vacation
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Table 14-Continued
Banking

Special Olympics golf, bowling

Visiting community resources
such as the library, YMCA,
parks

Spending time socializing

Being productive

Going to church

Visiting with family and friends

Working

Going to school, taking an art

Going on a date

Volunteering for church

Talking on phone

Book writing, keeping a

Eating
Shopping
Cleaning

Spending time with a pet

class
Making things, coloring,
putting things together

journal

For the domain of social well-being, of significance was the fact that all
participants but one had weekly contact with family members. The one individual
who did not stated that family was "too far", and that they would "write" to him. All
participants reported having a friend, and three had a meaningful relationship
with the opposite sex (boyfriend or girlfriend). All participants seemed willing and
eager to meet someone new such as the researcher.
Participants were all very dependent on support staff to meet their needs.
For five of the ten participants, this meant relying on support staff for physical
movement. At the same time, all participants had significant relationships with
support staff who seemed meaningfully involved in their lives. For example, one
participant accompanied his support staff "home" to the staff's mother's house for
Sunday dinner. Support staff, when observed by the researcher, were extremely
attentive to the participant, ready and willing to meet immediate needs. For
example, two participants with mobility and communication impairments,
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constantly made requests of support staff to get them items or engage in
activities.

"Coffee {get me some)."
"Randy, Randy" "Mary, Mary (come here)"
This constant attention to meeting the needs of participants was also
obvious with family members. These family members were particularly willing to
engage in prolonged exchanges with participants to insure their needs were met
and requests honored. One entire family, (father, mother, sister, nieces, and a
nephew) were observed engaged in a "twenty question" type exchange with a
participant for over thirty minutes. This participant was trying to communicate that
he wanted an item to be brought to him. Due to his communication impairment,
his request was difficult to understand, and he was becoming increasingly
distressed. The entire family became intensely engrossed in figuring out what it
was that he wanted, retrieving item after item until the correct item was found.
Throughout this exchange, the participant continued to repeat two words, over
and over.

"Help me." "Help me."
For the domain of emotional-well being, all participants reported being
happy. However, they also told of fear and anxiety over their own health and
safety, or the health of a loved one, or their own vulnerability. Fears included
being left alone, being a victim of a robbery or assault, or having a heart attack or
asthma attack. Some of the fears and anxiety related to a lack of choice over
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everyday decisions. This was demonstrated by the participant who worried about
whether the support staff would cancel swimming and leave her stranded at the
YMCA, or worse yet, take her to an unknown place. This lack of selfdetermination was experienced on an emotional level, with fear, anxiety and
stress over choices others have made.
Participants all reported or demonstrated being satisfied with who they
were. No participants reported wanting to change anything about themselves
other than their health. Participants demonstrated a range of daily living skills and
personal competence. Regardless of their level of personal ability, all participants
had an understanding of their dependence on others. If anything, participants
wanted others to better understand their needs so that their personal care and
support could be improved.
For the domain of physical well-being participants were all active. Of the
10 participants, 6 attended a day program on a regular basis, and 2 had quit the
day program. Only 2 participants never attended a day program.

Cross-Case Comparisons by Participant Subgroup
Unique Themes by Participant Category- Individual Capacity
To understand how the experience or perception of self-determination
varied according to individual capacity, the researcher compared results for
participants by level of mental retardation. There were five participants with mild
mental retardation and five with either moderate or severe mental retardation.
However, four of the five participants with mild mental retardation were also the
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ambulatory participants (one ambulatory participant had moderate mental
retardation and one non-ambulatory participant had mild mental retardation).
Wehmeyer and Bolding (1999) reported that level of intelligence was not the
primary reason for differences in self-determination scores in their research.
Wehmeyer, Kelchner, and Richards (1996) also reported a weak relationship
between level of disability or IQ and self-determination, and suggested that other
factors needed to be considered.
The fact that participants with more significant levels of mental retardation
were also mobility impaired meant that any comparison between groups would
be affected by both variables, level of cognitive ability and physical mobility. The
researcher therefore compared the five participants with mobility impairments to
the five participants who were ambulatory. It seemed reasonable to compare
participants along this dimension since participants with mobility impairments
also had a greater dependence on others for their support needs. Therefore for
the purpose of making comparisons, the presence or absence of independent
mobility was used as a means for comparison of a person's ability or functional
capacity for daily living.
Table 15(a) and (b) list statements and observations of participants
comprising the two groups. The group with mobility impairments and a greater
overall level of mental retardation, showed differences in their emotional-well
being that seemed related to their dependence on another for physical
movement. These differences were demonstrated by their fears about personal
safety and security. For example, they feared injury if someone was not careful
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with them. They also feared that they would be alone, and someone would break
into their home and steal them.
These same participants showed some differences in their degree of selfdetermination, compared to non-wheelchair users. For example, they complained
that someone else picked where they went, making them worry about where they
might be taken (loose animal will bite me). They also said that someone else
decided if they would go somewhere even though they did not want to go, and
could not stay home when they wanted to.
Accordingly, the experience of self-determination appeared different for
the group with lower individual capacity as measured by physical movement and
moderate or severe mental retardation. They seemed to have fewer decisionmaking opportunities. This lack of decision-making impacted a person's quality of
life, in particular his or her emotional well being, when decisions were made by
others without his or her consent and involvement.
Once again, the fact that the group overall had a greater level of mental
retardation, means that a plausible explanation for the differences between
groups could be either the mobility impairment or the level of mental retardation.
However, the statements and observations in Table 15(b) appear to be more
related to mobility impairment than IQ score.
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Table 15(a): Representative Statements and Observations of Self-Determination
Sorted by Individual Capacity
Mobility Impairments - 5 Participants {1 Mild MR, 2 Moderate MR, 2 Severe MR)
Choosing where

Watch basketball videos

(Do you ever rent movies?) "Go out!"

Listen to a band

(What makes you most happy?) "Go out!"

(I like) "eating!"

Where to live

(I like) "go to the movies."

"I love being on my own."

Drink beer

Where to go during the day

"Juice (get me some)."

Where to go in the evening

"Coffee (get me some)."

Where to go shopping

"Randy, Randy'' "Mary, Mary (come here)"

I want to go one place! One place and that's

"I want my book, I'll open it, I'll open it."

it!"

Selects activities for personal assistants to do

Living close to boyfriend

"Chris, you play with me."

Which restaurant to go to

"Hangers ... (hang up my clothes)."

'Well, that depends on (a) where they are

"Get down (telling cat)."

going (b) what they are going to do and (c)

"(Visit over) here!"

how long they will be gone."
"If_ plans on taking me on an outing
where my allergies will bother me, I don't

Choosing when

want to go."

"Right now (come over to meet me)!"

Pizza and beer at the Blues Bar.

(Come at) "4:00pm."
"(Visit on) Friday."

Choosing what

Friday night date

Continue my book writing

"I want to go get my movie now."

"Keep it (my book) private."

"(Let's go) ... not until my movie is over."

"I would like, if there is a chance, to get the

"I use to come everyday, but I got tired of the

(software) program for home so I can do my

everyday thing, so I'm here 3 times a week."

own song planning without having my mom in
the way."
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Table 15 (a)-Continued
Talk on phone.
Make purchase at store.
Go Christmas shopping.
Buy Christmas presents.
Ambulatory = 5 Participants (4 Mild MR, 1 Moderate MR)

Choosing where
Whereto live
"!love being on my own."
Where to go during the day

Call friends.
Play board games.
Play video games.
Go Christmas shopping.

Where to go in the evening

Watch Sanford and Son on TV

Where to go shopping

Drink coffee

Which restaurant to go to

Being alone

"Get out in the community more."

Watching Dukes of Hazzard

living somewhere not noisy

Spending time with boyfriend

Eat Burger King

Cooking on George Foreman Grill

Go visit my parents

Go to library

Go visit a neighbor

Pictures
Staying home

Choosing what
Do some more volunteer work.
Go to the mall.

"Book" (walking up to sales counter and
making a request)

"I cook the red meat."

Pick item at store.
Talk on phone.
1

Make purchase at store.

I

Make a grocery list of things.

Choosing when
Friday night date
"We only need them (support staff) in the
evenings."

Table 15 (b) Representative Statements and Observations of lack of SelfDetermination Sorted by Participant Category
Mobility Impairments - 5 Participants (1 Mild MR, 2 Moderate MR, 2 Severe MR)
"The one thing that I really don't, my only
dislike is that twice a year my church has 4
hours of videos."

"(I have to get up at) 5:00amM.
"(I have to go) everyday.;'

"I don't decide what to do during the day."
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Places like pet shops (where they took me) are
not good for me (because of allergies.}

I don't decide what to do during the day.
I don't decide what to do (at day program).

Don't like that other school.

''Watch boring movies on TV (at day
program)."

Don't like to go to school in the snow.

ul don't like going to school in the snow. it is
too cold."

''I've tried, I've asked, but nothing has been
done (to get personal care needs met
properly.)"

Staff take me (to someplace without my
approval.)

"They have to be careful of where they take
me and how long I'm out"

(No choice where) they take me and how long
I'm out.

"I didn't like it because it took 4 -hours of my

evening and I rarely had tlme to watch TV."
One of the things they have to learn is how to
cut up my food."

"The staff decide to take me on a different
outing (than the one planned.)"
Keep my body at home.~

"I do not like to spend Saturday and Sunday
going to church for 6 hours, that does not
work, that does not work. •

"My mom rarely let's me stay home."
"My mom decided where !live."

No (can't stay at home) because my mom
would just have a....

"My mom picked my roommate."

"Staff do not put the diaper on right."
"Workers decide what I do".
"I'm afraid there is a chance I could get really,
really sick, depending on where they go and if
the animal is loose."

leaving my home overnight (for respite.)
Who feeds me and toilets me.
On Tln.1rsdays when they decide to take me on

outings.

"! went to the park, and there were these
ducks around, and I thought that two of them
or three of them were going to get my feet."

I don't like (going to day program) every day.

"Can't stay at home."

My mom is having a hard time with me.

· What staff I am with (at day program.)
I They don't help me to the toilet
"My outing is canceled and I don't know where

"They just take me wherever they want to go."

they will take me.

They take me around animals and I am afraid.

"Someone will come in the house and take me
or rob."
Support staff leaves me alone at night when
it's dark.

Don't ask me if I want to go on a substitute
outing when my activity is canceled, they just
take me somewhere else.

Someone is going to steal me.

Someone changed my work without telling me.
No choice to decide during planning meetings.
"Especially on Thursdays when they decide to
take me on outings."
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IThey won't let me decide.
1 She takes

"A loose animal wm get me. •

me ail night to stay with her (at her

house).

Someone won't change my diaper.

"My dad died (so I couldn't live at home any
longer)."
Time I go to day program or come home.
Time I get up in the morning

l Someone (my family members) might die.

· My mom decided where l live."

"My mom picked my roommate."
"My grandmother moved me out".

1 They steal my money.
"My mom doesn't know that I can handle, she

doesn't know if I can be responsible or not"
"My mom was talking about putting me in a

group home."
No! I don't! (want work cleaning offices).
"It's hard being a grown up.»
"I wish my mom would let me stay home more
often."

They make me follow a grocery list.
"I can't (have phone numbers here)."
"I can't make phone calls."
I don't have a phone.

Unique Themes by Level of Caregiver SuQport
To understand how the experience or perception of self~determlnation
varied according to level of caregiver support, the researcher compared results
for participants by level

daily support. Six of the participants received support

24 hours daily, while the remaining four received support for only a few hours per
day. The six participants with greater support needs also were those with mobility
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impairments and greater levels of mental retardation. (One participant with mild
mental retardation was mobility impaired, and received 24-hour support.) It would
be difficult to determine the primacy of any particular factor because of these
multiple variables.
The six participants were aware of their need for support and sometimes
reported that their personal care needs were not always met to their satisfaction.
Participants also said that support staff let them know they were having trouble
taking care of them, and did not always listen to them. This was not a concern
shared by ambulatory participants, who received fewer hours of support daily.
Accordingly, the level of caregiver support was related to both level of mental
retardation and mobility, and the experience of quality of life was affected.
Greater support was required by the needs of the six participants. This support
was at times the source of concern but also the source of significant help in
meeting the demands and desires of those dependent on another for physical
movement.
Table 16: Representative Statements and Observations Sorted by Level of
Caregiver Support
Support 24 Hours Per Day (6 Participants)

Support a Few Hours Per Day (4 Participants)

They need to learn how to cut up my food.

"They come when i need them."

They need to be trained.

"They will cook for us."

"My mom can't take care of me ali the time."

"I can schedule them."

I can ask them to do activities for me.

"They write my checks."

I can ask them to get me something.

"They help me grocery shop."

I don't know their name.

They try to tell me what to do.

They comment about my persona! care.

"We only need them at certain times."
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Unique Themes by Environment - Degree of Community Independence
To understand how the experience or perception of self-determination
varied according to opportunity as defined by the degree of community
integration, the researcher compared results for the six participants attending a
day program and the four that received person-directed supports. A day program
is considered a less independent type of daily support compared to persondirected support. A day program is provided by a disability organization while
person-directed support such as a personal assistant is directed by the individual
or the person's designated proxy. The six participants attending a day program
were not the same six participants receiving 24-hour supports. The six
participants attending a day program included four mobility impaired and two
ambulatory participants. Of these six, two had mild mental retardation, two had
moderate mental retardation, and one had severe mental retardation.
Differences were noted in the experience of self-determination according
to the type of community environment. Table 17, on page 107, compares
participants' experiences in different community environments. Participants
complained about the lack of opportunity for decision making in their day
program. The four participants using person-directed supports did not voice
these same complaints. In fact, of these four participants in person-directed
supports, two had previous experience in a group home and day program, and
chose the person-directed support because of greater opportunities for decisionmaking.
Participants attending a day program complained that someone else
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picked what they would do each day. They also could not decide when to get up
in the morning because someone else decided they had to go to the day program
early in the morning. Someone else assigned their support staff, and they
complained that support staff needed more training in order to meet their
personal care needs satisfactorily. They also said that support staff did not
always listen to them.
Participants using person-directed supports said that they decided where
to go, when to get up in the morning, and who would be their support staff. They
had support staff that attended to frequent requests. Accordingly, a person's
experience of self-determination was affected by the type of community
environment, with some environments providing fewer opportunities for decisionmaking.

Table 17: Representative Statements and Observations Sorted By Degree of
Community Integration
Day Program - (6 Participants)

Person-Directed Supports

less Community Integrated

(4 Participants)

"Workers decide what I do."

More Community Integrated

Someone else assigns my support staff at day
program.

I decide where to go.

My support staff needs more training in order to
meet my personal care needs appropriately.
My outing is canceled and I don't know where
they will take me.

I decide when to get up in the morning.
I decide who will be my support staff.
My personal cares needs are met properly.

They don't help me to the toilet.
They steal it (my money).

Support staff respond to my frequent requests.

I have to watch "boring movies at day
program."
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Table 17-Continued
Don't ask me if I want to go on a substitute
outing when my activity is canceled, they just
take me somewhere else.
"Especially on Thursdays when they decide to
take me on outings."
Time I go to day program or come home.
Places like pet shops (where they took me) are
not good for me.
"I've tried, I've asked, but nothing has been
done."
'When I started I was on one team, then they
switched me to another team, then they
switched me to another team."

Common Themes
To further reduce the data to enable the writing of a composite description,
the formulated meanings were grouped or clustered into a few common themes.
These themes are listed in Tables 18 and 19, page 109-10.
Participants had opportunities to exercise authority and control over their
lives during daily experiences surrounding the "who, what, when and where"
elements of living. Not surprisingly, the occasions when participants felt least
able to achieve self-determination were when choices were simply made by
others particularly support staff or family members. Despite these occasions,
participants reported that they had a good life with few things they would change.
The one quality of life dimension that participants wished to change was physical
health, with five participants clearly indicating a desire to improve or change their
health or physical well-being. Emotional well-being was the quality of life
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dimension most sensitive to self-determination, with decisions made by others
contributing to fear and worry.

Table 18: Common Themes Self-Determination: Choice and Control
The choices I prefer to make are:

Someone else decides when I have access to
my favorite things (food and personal items).

Deciding when to access preferred items.

Support staff are not always trained to take
care of me.

Deciding when to go somewhere or do
something.

Support staff are not always careful and
considerate of my health problems.

Deciding where to go.
Deciding what to do.

The information people need to know
about me:

Deciding how long to stay.

I know what is good for me.
Deciding whom to go with and whom to be
with.

I know how I want to be taken care of.

Deciding whom to live with and where to live.

I know what makes me happy.

Deciding on who to be my support staff.

The types of control most important to me
are:

I have opinions about.

Getting what I want, when I want it.

Quality of Care:

Having control over my living environment such
as how noisy it is.
Having my personal care needs met in a
manner satisfactory to me.

"There are some staff that need (better)
training on how to feed me, how to toilet me,
and take care of me."

Meaningfulness of Activity:

Having my immediate needs met
"Don't like watching 4 hours of videos."
Having my environment arranged where I can
feel safe.

Assessment of Environment:

Having a relationship with family members.

"Group homes are for low functioning."

The types of control people take from me:
"Home is noisy''
Someone else picks where I go.
"I didn't like the group home. They were
boring."

Someone else picks what I do.
Someone else picks when I do something and
how often.
I know what I don't like.
I know who I like and don't like, and who I want
to spend time with and who I don't want to
spend time with.
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Table 19: Common Themes Quality of life
General:

Personal Development:

I have a good quality of life.

I feel good about myself, that I can do a lot of
things.

There is not much I would change about my
life.

Material Well Being/Possessions:
I don't want things that I don't already have.

I am aware that there are things that I cannot
do and that I need help with.

Environmental Support:
People can do things for me and help take care
of me.
The people who support me don't always do it
correctly.

Relationships/Social Connections:
I like having people I love involved in my life
such as my family and a boyfriend or girlfriend.

Physical Well-Being:

I know that I need people to help take care of
me.

I know that I have health problems and I wish I
could change this fact.

Emotional/Mental:
I worry about myself a lot. I worry about my
health, I worry about my safety, and I worry
about having my care needs met.
I know that I can be a burden to others.
I know people don't like to meet my personal
care needs.

Unifying Descriptions
Finally, Appendices F and H present unifying or composite descriptions of
the experience of self-determination and quality of life formulated from the actual
words, statements and observations of individuals with cognitive disabilities.
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Description of Self-Determination
Appendix F summarizes the experience of self-determination. Selfdetermination is the experience of having control over one's own life. What is
important to a person's sense of feeling in control over his or her life is the
freedom and authority to make choices and decisions guided by his or her own
personal preferences. Individuals experience self-determination mostly through
choices surrounding the "when, what, where and whom" elements of daily life.
Self-determination is experienced mostly in the "little things" that shape life, such
as deciding when to eat pizza, what time to set the alarm for, and whether to go
out in the cold.
The ability to influence another to act on your behalf may be an important
factor contributing to the experience of self-determination, especially for
individuals who are dependent on others for their care. This is the ability to
"obtain what you want when you want it". For example, the capacity to have an
item retrieved from across the room, to have a pizza ordered when you want one,
or direct personal care attendants to provide your most private care in a manner
that makes you feel safe and secure, all illustrate important control issues. The
more that a person depends on another to obtain what it is they want, the more
important self-determination becomes. When a person is dependent on another,
the lack of self-determination results in fear and worry about the unknown.
Emotional well-being is a quality of life dimension highly sensitive to selfdetermination, with decisions made by others contributing to fear and worry.
A person's individual capacity or ability and degree of community
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integration also appear related to the experience of self-determination. Since
individuals with a cognitive disability often rely on others for their support, the
experience of self-determination is related to their individual capacity or ability to
influence others to meet their basic needs. Likewise, environments that provide
more opportunities for an individual to influence others promote selfdetermination more than environments where an individual has little ability to
exert influence or decide the "when, what, where and whom" details of life.
Disability service programs have the locus of control and decision making vested
in the program, not the individual, and therefore do not provide as many
opportunities for self-determination compared to person-directed support
services or personal assistants.
Description of Quality of Life
Quality of life is a person's perception of general well-being. Appendix G
summarizes the experience of quality of life. Quality of life is multi-dimensional,
and a person's perception of the value of each dimension is highly individualized.
For people with a cognitive disability in the current study there are some common
themes.
In general, their perception is that they have a good quality of life. A
disabling condition does not appear to influence their perception of overall wellbeing. Despite some obstacles created by a disabling condition, they would not
change much about their life. They do not feel they are denied things because of
their disabling condition. In general, their belief is that they have the possessions
needed to live a good life, and there are few things they long to do or wish they
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could do differently. People overwhelmingly reported being happy.
At the same time, they do worry about certain events over which they do not
have control, such as personal safety and health. For example, they worry most
about common events such as getting sick, being bitten by a dog, robbed, being
in the dark alone, or having a loved one die. These worries may be intensified or
increased by the fact that a person has a disabling condition, and therefore feels
more vulnerable.
Self-determination impacts quality of life, and emotional well-being is one
quality of life dimension particularly sensitive to self-determination. When a
person is able to obtain what they want, when they want it, they are happy and
satisfied. People particularly want to have their immediate needs met. When
decisions are made by others, without a person's consent and involvement, it
contributes to fear and worry. Many of the things that make a person unhappy,
and that they would change about their life, have to do with decisions others
have made.
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CHAPTERV

CONCLUSIONS AND RECOMMENDATIONS

Summary
People with disabilities use to struggle to be self-determined, to have
freedom and authority over their own lives, and to experience a good quality of
life. This was especially true for people with cognitive disabilities such as mental
retardation. Toward the end of the twentieth century public attitudes about people
with disabilities changed. Disability policy also underwent a paradigm shift from
one of focusing on the perceived deficits of individuals with a disability, to one of
changing the environment to make it more accommodating. The growing
momentum of the disability rights movement focused interest on the rights of
people with disabilities to have more control over their lives.
However, there remains uncertainty about the applicability of these new
concepts for people with cognitive disabilities. Some continue to assume that
people with cognitive disabilities cannot be self-determined because of their
dependency on others. The literature has provided few examples of how selfdetermination applies to people with limited independent decision-making and
communication. Moreover, considerable confusion surrounds the meaning of
self-determination and its relationship to quality of life. In fact, self-determination
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has been promoted in the disability field primarily because of the belief that it is a
fundamental human right, not because of evidence of its impact on quality of life.
The primary purpose of this current study then was to gain a better
understanding of self-determination and its effect on quality of life. The "a priori"
position of the researcher was that self-determination had not been qualitatively
described, although it had been quantitatively measured. The intent of the study
was to define self-determination by describing the subjective experience, 'the
meaning" of self-determination as experienced by persons with cognitive
disabilities. A qualitative, phenomenological approach to the research was
selected as the methodology. Interpretive phenomenology is effectively utilized in
social research when the goal is to increase awareness of the real experiences
of people (Morse, 1997) and to describe the essential qualities of an experience
or phenomenon. This research sought to describe the life experiences of ten
individuals with a cognitive disability by way of interviews and behavioral
observations. The research questions addressed in the study were:
1. How do individuals with a cognitive disability experience self-determination?
How do they experience the presence or absence of personal freedom and
control in their lives?
2. How does the experience or perception of self-determination vary according
to (a) individual capacity, (b) opportunity, or (c) with different levels of
caregiver support and assistance? Self-determination has been associated
with these key factors.
3. How does the perceived presence or absence of self-determination impact
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the quality of life for an individual with a cognitive disability?
Ten participants were selected from a community mental health system in
one of three counties in southwest Michigan. The rationale for seeking
participants from community mental health programs was that these programs
were promoting self-determination for persons with disabilities. Individuals living
in these counties were receiving additional support in order to achieve a more
self-determined life. These individuals provided a purposeful sample of
individuals experiencing self-determination.
All participants had a developmental disability, were dependent on others
for their care, and had impairments in cognition, mobility, communication, and
independent decision-making. Since participants were receiving assistance to
live a more self-determined life, all but one lived in an apartment or their own
home. Not surprisingly, all but one participant had daily or weekly contact with
family members who usually are an important source of support for persons with
a cognitive disability. All participants required daily assistance from family or paid
support staff in order to complete activities of daily living.
The research approach combined qualitative interviewing with behavioral
observation and proxy interviewing, and included the audio-taping of interviews.
The participants' words and observations were the data, and data analysis
focused on the meanings participants attached to phenomena in their life. In this
way, the research differed from previous quantitative approaches because it did
not count the number of choices and decisions made by participants. Rather, the
researcher recorded, coded, analyzed, and interpreted the types of choices and
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decisions experienced by participants and the impact these had on the quality of
their lives. Data was processed using Ethnograph v5.0, a software program for
the analysis of text-based data. Significant statements and observations were
recorded and reduced to common themes. A composite description of selfdetermination and its effect on quality of life was generated from the data.
While the ten participants in the study do not represent the perspectives of all
persons with cognitive disabilities, they do contribute to our collective knowledge
and understanding of the experiences of persons with cognitive disabilities. The
information derived from this study demonstrated that persons with cognitive
disabilities are good informants, both willing and able to share meaningful
perspectives about important issues which impact their lives. People without
disabilities do not usually listen attentively to individuals with cognitive disabilities,
or include them as active participants in qualitative research (Dennis, 2002). This
is in part due to the notion that people with cognitive disabilities are unreliable
informants about their own lives. The current study did not find this to be true.

Conclusions
Perceptions of Persons with Cognitive Disabilities
Research based on the perceptions of persons with cognitive disabilities is
underrepresented in the literature. This study illustrated that it is possible and
instructive to gather opinions and information directly from persons with cognitive
disabilities. The importance of listening to persons with significant disabilities has
been acknowledged more recently by other researchers as well (Brown, et

117
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

al.1988; Dennis, 2002) and persons with disabilities themselves (Obermayer,
2001 ).
Turnbull and Turnbull (2002), in writing about their own son who has a
significant cognitive disability, identified a need for research to operationalize
self-determination from the perspectives of the individuals with cognitive
disabilities. In an insightful story about their son's self-determination, they said,
"he marches on a different path and to the beat of a different drummer" (pg. 59).
They pointed out that his perspective is actually shaped by his cognitive
disability. When he is able to grasp the concepts and decisions required of a
situation, he can exercise his preferences and take control of his life. The easier
decisions such as what to wear, what food to eat, or where to go are paramount.
The complex task of managing his own life is beyond his comprehension and
therefore left to others. The Turnbulls' conclusions about persons with cognitive
disabilities are consistent with those identified in the current research.
Although self-determination was experienced differently by each person,
certain commonalties emerged to contribute to an operational definition of selfdetermination from the perspective of persons with cognitive disabilities in the
present study. These perspectives were as follows:
Self-determination is experienced more often in the ordinary everyday
decisions about the "when, what, where, and with whom" element of everyday
life.
Self-determination enhances quality of life when a person is able to obtain
what they want, when they want it. When that happens, they are happy and
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satisfied.
A person's individual capacity or ability affects the experience of selfdetermination. The greater a person's ability to act independently or influence
others, the greater the control one can exert over one's own life.
Self-determination impacts quality of life, and emotional well-being is one
quality of life dimension most sensitive to self-determination.
A lack of self-determination can be experienced on an emotional level,
with fear, anxiety and stress over choices others have made.
Stress and anxiety are a regular experience for persons with a cognitive
disability. Stress and anxiety are related to a lack of self-determination, but also
to a fear of the unknown.
In general, a person's perception is that he or she has a good quality of
life and a disabling condition does not appear to influence that perception of
overall well-being.
Despite some obstacles created by a disabling condition, individuals
would not change much about their lives and overwhelmingly report being happy.
People do worry about certain events over which they do not have control, such
as personal safety and health.
Michael Kennedy (1998) wrote, with the assistance of a friend, that for
him, self-determination is not about physical independence, but rather about
knowing what he needs and being able to explain this to his personal care
assistant. Michael spent eighteen years living in an institution, and his words
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speak volumes. "I could tell that the people I lived with (in the institution) knew
what they wanted and what they liked and disliked by noticing how they acted. It
took time, but I had plenty of that" (Kennedy, 1998, p47). The results of the
current research confirm Michael's beliefs. It is not difficult to determine the
authentic message of an individual with a significant disability, if one is willing to
listen and act on the communicative message.
How do individuals with cognitive disabilities experience self-determination?

Minor Decisions
Persons with cognitive disabilities in the current study experienced selfdetermination more often through the minor decisions that shape daily life.
Where individuals were most successful in exercising control was in everyday
routine decisions. With unmistakable pride, individuals shared information about
those situations when they had authority to choose. More than one person said,
"I pick!" with a sense of pride. Frequently this sense of authority was exercised
over decisions concerning whether to participate in an activity, the "what" of the
activity. Common decisions centered around whether to go swimming or bowling,
out for a meal or to go shopping. Occasionally, decisions extended to "where" the
activity took place, such as decisions about the selection of a restaurant. For
some, this authority was exercised in relation to "when" the activity occurred or
with "whom" it took place.
It is understandable that individuals had control over many of these
everyday routine decisions. It is relatively easy, most of the time, for others
around them such as support aides to give up control and allow the authentic
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voice of the individual to determine the outcome. This is consistent with the
findings of the National Consumer Survey of People with Developmental
Disabilities (Wehmeyer & Metzler, 1995). This survey of 13,072 individuals with
developmental disabilities found that the probability that persons with cognitive
disabilities are allowed to make decisions and choices regarding their lives was
related to the importance of the decision. Wehmeyer and Metzler selected
27questions from the National Survey as representative of self-determination,
and found that persons with cognitive disabilities were allowed to make decisions
about what to wear or leisure activities, but not about a roommate or a medical
procedure.
On the other hand, the Turnbulls noted their son's participation in
decisions was related mostly to his ability to understand the situation at hand,
and consequently he did not participate in complex decisions. This is consistent
with the conclusions of the current research that found persons with cognitive
disabilities were mostly pleased with the control they exercised over decisions
and choices in their lives. The times when they were unhappy and experienced
less self-determination tended to be over the same type of minor decisions made
by others that were not particularly important. In other words, when participants
could not decide the simple or minor day-to-day "when, what, where, who" details
of life, they experienced the most anxiety and lack of freedom. Participants
complained very little about missing the more important or major decisions of life,
such as whether to get married, buy or rent a home, whom to choose for a
roommate, or whether to start a new career. Although participants complained
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about the skills of their personal care aides, they did not complain about not
being able to hire them. Participants were able to report that they did not choose
their roommate or select their home, however they did not display anxiety or
concern over this lack of choice. (One participant did want a career in an office
environment, and was disappointed about not being able to find such a job.)
Possibly the ten participants did not complain about major decisions because
they were already being assisted in their quest for self-determination and hence
living in conditions that were satisfying. One of the selection criteria for
participants was that they were being assisted in daily life to be more selfdetermined. As such, the current research was not representative of persons
living in institutions or congregate care settings, where quality of life may in fact
be poor. The Turnbulls wrote about their son's need for extensive decision
making assistance, and likewise, the participants in this study were being
assisted by concerned family members. Possibly the choices made by family
members were congruent with the preferences of the participant. This would also
explain the absence of complaints about major life decisions.
Wehmeyer's research about the essential skills that comprise selfdetermination place importance on an individual's ability for self-regulation, selfrealization, behavioral autonomy, and psychological empowerment (Wehmeyer,
1999). Combined with the Turnbulls' research, this suggests that cognitive ability
may be a determinant of the complexity of decision making evident in a person's
life. Possibly the participants in this study did have control over those decisions
that were accordant with their skills and abilities. Therefore they did not complain
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about the details of more complex decisions made by others. Another simple
possibility may be that this finding is unrelated to disability. Perhaps people
without disabilities also complain more about minor, day-to-day matters.
Nonetheless, it was some of the minor elements of a decision, the "when,
what, where, and whom," over which participants did not always have authority.
This was obvious when the impact of someone else's decision meant they had to
spend hours doing something they did not want to do, such as spending all day
in church, or going to a boring day program to watch movies. Again, these results
are consistent with the National Consumer Survey that found that many
individuals had no real choice at all over what they did or where they went. In the
current study, this was evident in the example of the woman who voiced her
unhappiness about her daily routine. "I don't want to get up at 5:00AM. I (want
to) stay home." Dependent on others, she was forced to give up the authority to
decide what to do during the day, even though she was quite capable of
expressing her wishes in the matter. This illustrates a common thread evident
throughout the research. Self-determination tended to have less to do with the
inability of the person with a disability to express themselves, and more to do
with the inability of the people in their lives to listen and act on what they heard.
Although some researchers have suggested that persons with cognitive
disabilities need to increase their control over major life events (Stancliffe, Abery,
Springborg, & Elkin, 2000), this study does not support this finding. Instead, it
may be the minor decisions that impact the quality of life of persons with
cognitive disabilities, more so than the major decisions. To the extent that major
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decisions (such as whether to live in your own home or a group home) impact
minor decisions, then the focus would need to be on all types of decisions.
However, persons with cognitive disabilities seem to experience selfdetermination more through the minor decisions that shape daily life.
The current study found that when self-determination was lacking in a
person's life, it had less to do with the inability of persons with cognitive
disabilities to express themselves, and more to do with the inability of others to
listen. Participants were willing and able to share important information about
their lives, but their opinions were not always solicited or acted upon. For
example, one participant disliked the "boring" movies she had to watch at the day
program, another disliked attending church for four hours at a time, and yet
another participant did not want to wait a week to get batteries for a radio. These
were all examples of opinions participants said that they shared with others.
Even if they had not done so, it was easy for the researcher to "hear" what
mattered to them most. For some participants, this meant observing their
behavior and watching for its communicative message.
When self-determination was lacking, persons with cognitive disabilities
experienced this emotionally, as stress and unhappiness. A loss of decisionmaking and control reduced a person's perceived quality of life. This confirms the
work of others such as Ruef and Turnbull (2002) who captured the perspective of
individuals with a cognitive disability regarding their problem behavior. They
identified communication and decision making as key to improving problem
behavior. They recommended listening carefully to people with disabilities as a
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strategy for improving quality of life.
Ability to Direct or Influence the Action of Others

"I'm just afraid that there might be a chance that I could get really, really
sick, depending on where they go, how long I'm out, and if the animal is
loose."
Clearly one of the more articulate participants interviewed, the person who
shared this concern, illustrated one of the common themes derived from this
study. To have the ability or "power" to influence others to act on one's behalf is
important to the experience of being in control of one's life. Totally dependent on
others for her care because of cerebral palsy, she was unable to move her body
without assistance. The thought of being "taken" to a location where a "loose
animal" may be present was a reason to worry (although she reported never
being harmed by a loose animal). Unfortunately, for this person selfdetermination was lacking in this particular instance, at least in the physical and
emotional domain of her life. Her lack of feeling in control came from her
insecurity over the decisions that would be made by others and the competence
of her personal care aides. The ability to influence or direct others to act on one's
behalf was clearly one of the key experiences of self-determination.
How does the experience or perception of self-determination vary?

Individual Capacity
A person's individual capacity or ability, as measured by physical
movement and level of mental retardation appeared related to the experience of
self-determination. Individuals without independent movement often relied more
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on others for their support. Whereas other researchers have found that personal
capacity, as measured by IQ, was not the reason for decreased selfdetermination (Wehmeyer & Bolding, 1999), the current study finds a possible
relationship between capacity for physical movement and decreased selfdetermination. However, persons with mobility impairment also had a greater
level of mental retardation, and both factors could be affecting the results.
The participants who used a wheelchair showed differences in their
emotional-well being related to their dependence on another for physical
movement. These differences were demonstrated by their fears about personal
safety and security. They also had more complaints that others picked where
they went, or decided if they would go somewhere even though they did not want
to go, and could not stay home when they wished. The current study provides
evidence of the need to look further into the relationship between capacity for
movement and self-determination. Intuitively, the link seems obvious since it is
widely known that individuals without cognitive impairments, but who are
paralyzed or quadriplegic, frequently reside in nursing homes. Such congregate
care environments provide few opportunities for an individualized life style.
Environmental Opportunity
Not all environments were equally liberating. Contributing to the lack of a
feeling of self-determination was the general phenomenon experienced by some
participants at their day program. They felt there that their daily choices
depended on what the day program staff decided. Surprisingly, participants
spoke in terms of being "taken" places by staff without consent, speaking in
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language as if the individual was a commodity. The support aides explained to
the researcher that many of the daily activities were planned by staff and charted
on a scheduling board, around which all staff stood while discussing their daily
assignments. Staff frequently talked to each other about who they would be
"taking" out on a community activity that day. Witnessing this exchange, the
individuals with a disability concluded that they were the passive recipients of
"the plan". And so they were. Others have written about this same phenomenon
(Lord & Pedlar, 1991; Wehmeyer & Metzler, 1995) suggesting that at best,
persons with cognitive disabilities are asked to do something, while at worst, they
are simply told.
Bannerman, Sheldon, Sherman and Harchik (1990) wrote of the rights of
people with cognitive disabilities to "eat too many doughnuts and take a nap" (pg.
79). It has been common throughout history for others to abridge the rights of
persons with cognitive disabilities in the name of some greater good, such as
health and safety. However, control over the person does indeed appear related
to the type of environment, suggesting that what detracts from self-determination
is embedded in the program model of service itself. It is the structure of the
setting that does not lend itself to shifting choice and authority to the individual.
This has been suggested before by Duvdevany, Beh-Zur and Ambar (2002) who
reported an association between living arrangements and life satisfaction. They
also noted that community-based environments tend to be overly structured and
protective without opportunities to make meaningful choices. Stancliffe (1995)
reported that a semi-independent living arrangement allowed more opportunities
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for choice and control over a group home, and Lord and Pedlar ( 1991) found that
group homes allowed little choice in minor decisions such as meals and leisure
activities.
Caregiver Support
Support needs also varied according to individual capacity for physical
movement and level of mental retardation. Participants without independent
movement had a greater need for caregiver support while also reporting that their
personal care needs were not always met to their satisfaction. This finding is
consistent with those of other qualitative studies that demonstrate individuals
perceive that they do not receive the help they need regarding physical care
(Larsson & Larsson, 2001 ). Caregiver support therefore impacted the experience
of self-determination, but more so for persons without independent movement.
Persons without independent movement had more difficulty convincing others to
get them "what they want, when they want it", and they had to work harder at
persuading others to act on their behalf.

How does the presence or absence of self-determination impact quality?
From the perspective of the individual with a cognitive disability, the
absence of self-determination changed his or her perceived quality of life.
Emotional well-being was the quality of life dimension most sensitive to the
presence or absence of self-determination. Participants clearly communicated
that when decisions were made by others, they experienced this emotionally with
fear and worry about the unknown. Also, participants reported being unhappy
about decisions others had made. Although intuitively related, the connection
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between self-determination and quality of life has not been widely addressed in
the literature. Wehmeyer and Schalock (2001) report that there has been no
systematic attempt to explore the relationship between these areas. They note
that it is generally accepted that self-determination contributes to quality of life in
some manner.
The findings of the current study provide insight on the relationship
between one dimension of quality of life, emotional well-being, and selfdetermination. People without disabilities do not typically think of persons with
cognitive disabilities as "stressed out." However, evidence in the current study
suggests that stress and anxiety are a regular experience of persons with a
cognitive disability. Typically, stress and anxiety are related not only to a lack of
self-determination, but also to a fear of the unknown. Persons with cognitive
disabilities tended to worry about situations where they were vulnerable, such as
a victim of a robbery or assault, being alone in the dark, or experiencing a heart
attack. These types of concerns have not been documented in the literature as
associated with the condition of cognitive disability. There may or may not be a
correlation between cognitive disability and stress or worry, but the current
research suggests at the very least, the association needs to be explored further.
Correlates of Quality of Life
Overall, the results of the current study offered only a few ideas on
possible correlates of quality of life for people with a cognitive disability. This
could be because, in general, these participants perceived that they have a good
quality of life, and a disabling condition does not appear to influence their
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perception of overall well-being. Despite some obstacles created by a disabling
condition, this study found that they would not change much about their life.
There are few things a person felt denied because of his or her disabling
condition. In general, their belief is that they have the possessions needed to live
a good life, and there are few things they long to do or wish they could do
differently. People overwhelmingly reported being happy.
There is a focus in the disability field on quality of life as the yardstick for
evaluating service quality. However, documentation in the literature does not
indicate that persons with cognitive disabilities report an extremely poor quality of
life. It is the general public that typically perceives persons with disabilities as
having a poor quality of life (Connally, 1994). The current research adds to the
work of Albrecht and Devlieger (1999) who wrote about the disability paradox, or
high quality of life against all odds. In their research, a majority of persons with
disabilities reported an excellent or good quality of life, indicating a person's
perceptions are often discordant with one's objective status. Albrecht and
Devlieger found that although fewer persons with disabilities report a good quality
of life compared to persons without disabilities, more than half of persons with
serious disabilities, with little income, and serious limitations still report an
excellent quality of life.
Albrecht and Devlieger's research was not conducted exclusively with
persons with cognitive disabilities. Therefore, caution must be exercised in
generalizing their results. Edgerton's (1996) research was conducted with
persons with cognitive disabilities, however, and also demonstrated the disability
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paradox. Objective life circumstances did not influence perception of quality of
life, and the perception of quality of life was extremely stable for persons with a
cognitive disability.
The current research was not representative of all persons with cognitive
disabilities, and did not represent individuals living in institutions or congregate
care settings, where quality of life may in fact be poor. Some possible factors
contributing to a diminished quality of life were nonetheless suggested by the
current research. It appeared that emotional well-being was decreased when
decisions were made by others, or when the person lacked the ability to enlist
another to take action on his or her behalf. It also appeared that not having
control over the minor details of life increased stress and anxiety. Individual
capacity, as measured by physical movement, reduced opportunities to make
decisions and take independent action. This lack of independent movement led
to more complaints about daily life. None of these factors appeared to diminish
the overall quality of life of persons, but they remain areas for possible
improvement in a person's life.
Authentic Voice
Underneath these experiences of persons with significant disabilities was
the reality that regardless of the circumstance, self-determination was
experienced and quality of life enhanced when others validated these
participants by recognizing that they had convictions about their own lives. The
authentic voice of each participant was there to be heard for those who cared to
listen. The messages were communicated, and the researcher heard. They said,
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"I know" what is good for me, what makes me happy, and what I don't like.
Without a doubt, individuals with significant disabilities had an opinion about their
lives.

Interpretation and Validation of Results
The current study provides an interpretation of the lived experiences of ten
individuals with a cognitive disability. It may not in fact be typical of the
phenomenon as experienced by all individuals with cognitive disabilities.
Phenomenology is meant to provide new insight, deepen understanding, and
encourage awareness, as opposed to determining how results apply across
people or settings. In phenomenology, the lessons learned constitute a form of
generalizability (Eisner, 1991 ). Unequivocally, however, the lessons learned from
the current study have important implications for the practice of listening to the
authentic voice of individuals with significant disabilities.
Morse (1997) argues that qualitative research is more representative of
reality, involves more face validity than quantitative theory, and because of this is
more generalizable. The current findings are generalizable to the extent that
other individuals with disabilities will certainly have an opinion about their own
lives, and will no doubt fit somewhere along a continuum from lacking selfdetermination to feeling a sense of self-determination and empowerment.
Trustworthiness of Results
It is possible that researcher bias influenced the interpretation of the
results, although care was taken to triangulate the data and an independent
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reviewer contributed to the coding of all transcribed interviews and observations.
Additionally, while listening to and observing participants, information was
rechecked and proxies were consulted when results were questionable or
ambiguous, such as when words or body movements were not clearly
understandable.
The challenge of capturing the authentic voice of a person with a
cognitive disability has been noted by others in the literature, when individuals
have difficulty expressing themselves (Dennis, 2002). Such circumstances can
give the researcher greater discretion to draw his or her own conclusions about
what was said. Acquiescence in interviews, the tendency to agree with a
statement, has also been reported by researchers particularly when questions
are difficult or concepts being discussed too complex (Finlay & Lyons, 2002).
However, acquiescence has been more evident when questions were of a true or
false nature, unlike the conversational approach and open-ended questions of
the qualitative interview used in the current study (Dent, 1986).
In fact, there is not agreement in the literature on the topic of either the
acquiescence or the suggestibility of persons with cognitive disabilities. A sizable
number of research studies have been published on the measurement of
acquiescence in interviews with persons with mental retardation. Some have
found acquiescence related to IQ (Sigelman, Budd, Spanhel, & Schoenrock,
1981); some have found it related to environments in which people live (Booth &
Booth, 1994); while others have found it related to the type of question (either/or,
yes/no), with open ended questions producing the least acquiescence. Some
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researchers have found little evidence of acquiescence when qualitative methods
are used with small samples of people (Booth & Booth, 1994 ).
In the current study, value was placed on determining if the contents of
the participant's words and observable behavior reflected the person's actual
perceptions and experiences, without undue influence from the researcher or the
conditions of the research. Detecting acquiescence was not paramount since
answers were not being tallied for purposes of scoring or producing some overall
rating. Therefore, the voice of the participant was honored as valid in all
circumstances without speculation to the contrary.
For example, one could question that not one participant identified a need
or desire for any additional material possessions beyond items such as batteries
or a telephone. Finlay and Lyons (2002) suggest that uncertainty results when
questions require judgments that are difficult, abstract, or require consideration of
an issue never before considered. It can also result when the person simply does
not have an answer or an opinion. It is therefore difficult to discern the reason
why participants believed they had all the possessions they needed. One
possibility is that they had little previous exposure to material things they might
wish for, and just did not have any idea what they were missing. Or quite
possibly, they just did not know how to wish and, as suggested by Finlay, never
considered the topic before. Nevertheless, the fact that participants all reported
satisfaction with material possessions is significant in and of itself. It represents
their authentic voice, along with all of its possible connotations.
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Criteria for Soundness
Credibility of the current study was enhanced by the fact that the research
was conducted by a qualified mental retardation professional with 23 years of
experience. This has been reported elsewhere in the literature as relevant to
obtaining valid outcomes when interviewing persons with cognitive disabilities
(Larsson & Larsson, 2001 ). Confirmability of the results was increased by having
the data reviewed by an additional rater and by interviews with others who knew
the participants. Transferability is clearly one of the limitations of the current
study, but minimally the results demonstrate that the voice of persons with
cognitive disabilities can be useful for evaluating policy recommendations and
program design. Therefore, some measure of generalizability of the results
exists.
Limitations of the Research
Qualitative studies are not generalizable to a wider population in the same
manner as quantitative studies, but the information may be transferable in that
the increased understanding gained about phenomena can be applied in other
contexts. The current research was not intended to draw generalizable
conclusions, but rather to enlighten, gain insight, and promote sensitivity to the
authentic voice of persons who live with a cognitive disability.
A limitation of the study is the bias that any researcher unavoidably brings
to the data analysis. However, the researcher is representative of other disability
specialists and mental retardation professionals who are often in the position of
having to define policy and administer programs for persons with a cognitive
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disability. The act of interpreting the impact of programs and policies on the lives
of persons experiencing these programs is a daily occurrence for many
professionals. This research may suggest new strategies for professionals, such
as participant observation and qualitative interviewing, to calculate the impact of
policies on the lives of individuals with cognitive disabilities.

Policy Implications
Public programs used to segregate people with disabilities and legal
practices removed their rights to have control over their own lives. People with
disabilities had a negative social construct and public policies were paternalistic,
exercising authority over the person (Meekosha & Dowse, 1997). Public
programs were based on a model of dependency and professionals were placed
in a relationship of power over the individual with a disability (Stone, 1993).
These practices operated to limit self-determination. However, this changed in
the twenty-first century.
There is now a national agenda for advancing self-determination for
persons with disabilities. This study suggests some strategies for advancing this
agenda. It supports the work of Smull (1998) and Kennedy (1998) who have
argued that self-determination is a call for systems change. The new social
support systems and programs that are needed to promote self-determination
require large-scale change and are greater than those most systems may be
prepared to undertake. If self-determination is to become a dominant paradigm,
then the inherent structures embedded in disability services and programs need
to change to put the voice of the person in the foreground.
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To enhance a person's self-determination, the current study indicates that
others need to let the person decide the "when, what, where, and whom" details
of their lives. This will no doubt be a challenge for environments that are not
structured to provide individualized support and control. These problems will
continue to exist in disability programs such as group homes, day programs, and
workshops since the conditions that detract from self-determination are inherent
in the program design. Fundamental change will require that practitionerdominant services be replaced by person-driven supports capable of responding
to a wide variety of individual needs, choices, and preferences on a daily basis.
This type of day-to-day control by persons with cognitive disabilities requires a
transformation in public services for which there is currently no template.
A number of states have begun to draft Self-Determination Best Practice
Guidelines (MDCH, 2001) to ensure that persons with disabilities have a
significant role in determining their programs and services. The current research
contributes to the further clarification of best practice by describing the conditions
under which some individuals with cognitive disabilities experience selfdetermination and ways in which this contributes to the quality of their life. The
current research suggests that best practices need to focus on the minor
decisions of daily life in order to increase the authority and control of a person
with a cognitive disability. It also suggests that emotional well-being is decreased
when minor decisions are made by others. Best practice models have placed
emphasis on the use of financial vouchers and control over resources as one
strategy to provide a person meaningful control over his life (MDCH 2003). This

137

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.

study however suggests the need for less complicated strategies that ironically
may have greater impact.

Recommendations for Further Research
The current study includes a number of findings that could benefit from
further research. First, qualitative research with additional participants could help
to determine if it is the minor decisions in a person's daily life that impact the
feeling of being self-determined, more so than the major decisions. If this were to
hold true for others with a cognitive disability, then it might have important
implications. Heretofore, those promoting self-determination have emphasized
providing choice at the macro level, in decisions over the selection of service
providers, control over spending, and the selection of a place to live. These are
no doubt important decisions that all people with disabilities must have the
freedom and authority to make. However, the current study found that
participants with a cognitive disability did not complain about being excluded from
these weightier decisions. It tended to be the minor decisions that provoked the
most complaints about lack of control and authority.
If further research does confirm the finding that persons with cognitive
disabilities experience self-determination more through minor, day-to-day
decisions, then the reasons for this would need to be explored. Plausibly this
finding might be related to the level of cognitive disability. In other words, the
experience of self-determination, of being in control, could be greater for those
day-to-day matters that are within one's comprehension. The Turnbulls (2002)
pointed out that their son's cognitive disability shaped his perception. They noted
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that easier decisions were paramount and the complex task of managing his own
life was beyond his comprehension. It could very well be that the decisions
impacting the experience of self-determination are related to the person's ability
to comprehend the matter at hand. These possibilities warrant further
investigation.
The current study also found that the ten participants all reported a good
quality of life. This is a second possible area for further research. The results of
this study reinforce those of Albrecht and Devlieger (1999) who wrote about the
disability paradox, the fact that a person's perceptions are often discordant with
one's objective status. Documentation in the literature does not indicate that
persons with cognitive disabilities report a poor quality of life. Rather, what has
been reported is that a majority of persons with disabilities report a good quality
of life. If quality of life is to be the yardstick for evaluating public programs, then
there should be some baseline to measure against. If it is common for persons
with cognitive disabilities to report satisfaction on most dimensions of quality of
life, then room for program improvements will be minimal. This is an area
deserving of further research.
The findings of the current study also provide insight on the relationship
between one dimension of quality of life, that of emotional well-being, and selfdetermination. From the perspective of the individual with a cognitive disability,
the absence of self-determination produced an emotional experience
characterized by fear, worry, and unhappiness. Emotional well-being appeared to
be the quality of life dimension most sensitive to the presence or absence of self-
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determination. Although intuitively related, the connection between selfdetermination and quality of life has not been widely addressed in the literature
(Wehmeyer & Schalock, 2001 ). The current study provides a possible link
between the two concepts and a point of departure for future research.
A fourth area for future research is the finding that stress and anxiety are a
regular experience of persons with cognitive disabilities. Persons with cognitive
disabilities tended to worry about situations where they were vulnerable. These
types of concerns have not been widely documented in the literature as
associated with the condition of cognitive disability. There may or may not be a
correlation between cognitive disability and stress or worry, but the current
research suggests at the very least, the association needs to be explored further.
Whereas other researchers have found that personal capacity, as
measured by IQ, was not the reason for decreased self-determination
(Wehmeyer & Bolding, 1999), the current study suggests a relationship between
capacity for physical movement and decreased self-determination. This is a final
area where future research could make a contribution. The findings indicated that
self-determination is related to the ability to obtain what it is you want or need,
when you want it It therefore makes sense that a person limited in his or her
mobility could experience a decreased level of self-determination. The ability or
authority to direct or influence another to act on your behalf would be critical for a
person without physical movement The relationship between these variables
seems straightforward and could be explored further with quantitative research to
report on whether this finding is widespread.
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In conclusion, the current study contributes to a body of literature where
qualitative research is under-represented. The findings confirm that it is possible
and instructive to gather important and relevant qualitative data directly from
individuals with cognitive disabilities. This means that persons with cognitive
disabilities can and should be consulted about subjects that may impact their
lives. The qualitative approach to exploring current practices in the disability field
has much to offer future researchers.
One recommended starting point for additional qualitative research could
be an examination of traditional exclusionary practices from the perspectives of
persons with cognitive disabilities. Nationally, there are still placements of
children with disabilities in segregated schools, and adults with disabilities in
state institutions for the mentally retarded. In fact, 50,290 persons with mental
retardation still reside in state institutions nationally (Larkin, 1999). These
exclusionary practices could be defined from the individual's viewpoint, perhaps
providing evidence with which to settle debates on the value of such approaches.
Previous research has indicated that individuals with cognitive disabilities
are sometimes unsuccessful in achieving self-determination because their
communication is misunderstood, ignored, or depends on someone's
interpretation. Along with these reasons, the current research supports the
additional explanation that individuals are unsuccessful in being self-determined
because others simply do not make the effort to listen, realize that they need to,
or choose not to do so. The current research suggests that it is not that difficult to
figure out what is important to a person if we take the time to listen.
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Appendix A

Protocol Clearance From the Human Subjects Institutional Review Board
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Human Subjects Institutional Review Board

Date: March 11, 2003
To:

Peter Kobrak, Principal Investigator
Carol Sundberg, Student Investigator for Dissertation

From: Mary Lagerwey, Chair
Re:

fV!j~~

HSIRB Project Number 03-01-01

This letter will serve as confirmation that your research project entitled "Examining the
Meaning and Experience of Self-Determination and Its Impact on Quality of Life for
Individuals with Cognitive Disabilities" has been approved under the fun category of
review by the Human Subjects Institutional Review Board. The conditions and duration
of this approval are specified in the Policies of Western Michigan University. You may
now begin to implement the research as described in the application.
Please note that you may only conduct this research exactly in the form it was approved.
You must seek specific board approval for any changes in this project. You must also
seek reapproval if the project extends beyond the termination date noted below. In
addition if there are any unanticipated adverse reactions or unanticipated events
associated with the conduct of this research, you should immediately suspend the project
and contact the Chair of the HSIRB for consultation.
The Board wishes you success in the pursuit of your research goals.

Approval Termination:

January 15, 2004

Walwood Hall, Kalamazoo, Ml49008-5456
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Participant Assent
Western Michigan University
School of Public Administration
Peter Kobrak, Principal Investigator
Carol Sundberg, Co-Investigator
You are invited to be in a research project called "Examining Self-Determination
and Quality of Life for Individuals with Cognitive Disabilities."
The reason for this study is learn about your life and the life of other people with
a disability.

This study is going to be done by Carol Sundberg.
You are invited to talk with Carol about your life.
You can pick where you want to talk.
Carol Sundberg would like to visit with you at home or a place of your choice
such as at a restaurant or coffee shop.
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If you want to be in the study, Carol will visit you and take notes. Each visit will
last for about one hour.

She may tape record you when you talk.
She will give you $20 each time she tape records you during a visit.

Carol will visit you other times when you are at home to see how you live and
what you do every day. She wants to watch what you do every day. She will pay
you only when she tape records you.

You will not have your name used in any report of the study. The information
about you will be kept between you and Carol and not shared with other people.
You can stop at any time. You do not have to visit with Carol or talk to her if you
don't want to.
If you want to ask questions about this research, you can call Peter Kobrak at
269-387-8941 or Carol Sundberg at 387-7175, or the Office of Recipient Rights
at ( 269-553-8136), or the Vice President for Research at 269-387-8298.
This consent document has been approved for use for one year by the Human
Subjects Institutional Review Board (HSIRB) as indicated by the stamped date
and signature of the board chair in the upper right corner. You should not
participate if the stamped date is more than one year old.
Check the box below to show that you agree or disagree
111
To talk to Carol Sundberg two to four times
111
To have your voice tape recorded, or notes taken, during interviews
111
To be paid $20 when you are tape recorded
111
To have Carol visit and record what you are doing during everyday activities
I want to be in the project
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o

Agree

0 Disagree

Print Name Here:._ _ _ _ _ _ _ _ _ _ _ _ _ __
Sign Name Here: _ _ _ _ _ _ _ _ _ _ _ _ _ _ __
Date:- - - - - Assent obtained by: _ _ _ _ _ _ _ _ _ _ _ _ __
Date
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Today's

Participant Consent
Western Michigan University
School of Public Administration
Peter Kobrak, Principal Investigator
Carol Sundberg, Co-Investigator
You are invited to be in a research project called "Examining Self-Determination
and Quality of Life for Individuals with Cognitive Disabilities."
The reason for this study is learn about your life and the life of other people with
a disability.

This study is going to be done by Carol Sundberg.
You are invited to talk with Carol about your life.
You and Carol would have about 4 meetings with each other to talk.
You can pick where you want to talk.
Carol Sundberg would like to visit with you at home or a place of your choice
such as at a restaurant or coffee shop.
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If you want to be in the study, Carol will visit you and take notes. Each visit will
last for about one hour.

She may tape record you when you talk.
She will give you $20 each time she tape records you during a visit.

Carol will visit you other times when you are at home to see how you live and
what you do every day. She wants to watch what you do every day. She will pay
you only when she tape records you.
You can stop at any time. You do not have to visit with Carol or talk to her if you
don't want to.
You can have someone with you when you meet with Carol.
You will not get any reward for talking with Carol or visiting her. You will be
helping Carol to learn about you and other people with a disability.
You will not have your name used in any report of the study. The information
about you will be kept between you and Carol and not shared with other people.
Carol will keep any information about you in a locked room at Western Michigan
University for seven years.
If you want to ask questions about this research, you can call Peter Kobrak at
269-387-8941 or Carol Sundberg at 387-7175, or the Office of Recipient Rights
at (
), or the Vice President for Research at 269-387-8298.
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This consent document has been approved for use for one year by the Human
Subjects Institutional Review Board (HSIRB) as indicated by the stamped date
and signature of the board chair in the upper right corner. You should not
participate if the stamped date is more than one year old.

Check the box below to show that you agree or disagree
111

To talk to Carol Sundberg two to four times

111

To have your voice tape recorded, or notes taken, during interviews

111

To be paid $20 when you are tape recorded

111

To have Carol visit and record what you are doing during everyday activities

I want to be in the project
0 Agree
o Disagree

Print Name Here:_ _ _ _ _ _ _ _ _ _ _ _ _ __

Sign Name Here: _ _ _ _ _ _ _ _ _ _ _ _ _ _ __
Date: _ _ _ _ __

Permission obtained by: _ _ _ _ _ _ _ _ _ _ _ _ __
Date
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Today's

Guardian Consent
Western Michigan University
School of Public Administration
Peter Kobrak, Principal Investigator
Carol Sundberg, Co-Investigator
Your family member, or an individual, for whom you have legal guardianship, has
been invited to participate in a research project entitled "Examining the Meaning
and Experience of Self-Determination and Its Impact on Quality of Life for
Individuals with Cognitive Disabilities." The purpose of this study is learn how
people with a cognitive disability experience control over their own lives, and how
it affects the quality of their lives. This research is a dissertation being conducted
by Carol Sundberg, and will be submitted for publication in a research journal.
Your permission for your family member, or individual you represent, to
participate means that he or she will be interviewed two to four times by the
researcher, with each interview lasting up to one hour, and asked to talk about
his or her life. The participant or his or her support staff can choose the location
for these interviews. The interviews may be recorded. It also means that the
researcher will visit two to five times with the participant to observe his or her
everyday activities, such as visiting the individual at home, at a day program, or
while engaged in a community activity. This research will be conducted during a
six month period, and it is possible that the researcher will spend ten to twenty
hours visiting the individual you represent. The researcher is someone who has
worked in community programs for over twenty years helping people with a
cognitive disability.
Your family member, or individual you represent, will be paid $20.00 per
interview. A $20.00 bill will be given to him/her at the beginning of the interview
session and he/she can keep the $20.00 even if the interview is discontinued at
any time. There may be no other immediate benefits to the individual for
participating in the research, however he or she may enjoy talking with the
researcher. There may be benefits eventually to people with a cognitive disability
who receive community services if a better understanding is gained from the
research about how to enhance the quality of life of people with a cognitive
disability. There is some risk of mild frustration to participants who do not
understand questions asked during an interview. There is also the possibility that
the presence of the researcher will become a disruption to a participant's routine,
or that the participant does not want to spend time with the researcher.
You have the option to have a support staff or other representative present
during any research activity. The researcher will note any signs of discomfort or
indication from the participant that he or she wishes to terminate a meeting or
withdraw from the research. The participant can discontinue with an activity at
any time, and refuse to answer any question without any negative result.
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Participants in the research must be willing to communicate with the researcher,
and must be able to indicate their assent to the presence of the researcher. One
person who knows the participant well, such as a family member or support staff,
must be willing to be interviewed.
The information collected from research will be the tape recordings, interview
transcripts and behavioral observations of participants. This information will not
contain the name of the participant. The researcher will assign a code number to
each participant and refer to an individual by number on all tape recordings,
interview transcripts or on observation forms. Once information is collected and
analyzed, the tape recordings if used, and observation forms or field notes will be
stored for seven years in the researcher's locked file in the researcher's office.
Personally identifiable information about the participant will be kept confidential.
Any reference to individuals in the written results of the research will disguise the
identify of the participant and the program they attend or county in which they
live.
You may withdraw the individual you represent from this research at any time,
without any negative effect on services to him or her. If you have any questions
or concerns about this research, you may contact either the researchers Peter
Kobrak at 387-8941 or Carol Sundberg at 387-7175, or the Office of Recipient
Rights at (269-5538136). You may also contact the chair of the Human Subjects
Institutional Review Board at 269-387-8293 or the Vice President for Research at
269-387-9298 with any concern that you have.
This consent document has been approved for use for one year by the Human
Subjects Institutional Review Board (HSIRB) as indicated by the stamped date
and signature of the board chair in the upper right corner. Do not permit the
individual you present to participate if the stamped date is more than one year
old.
Your signature below indicate that you, as the legal representative or guardian,
can and do give permission for _ _ _ _ _ _ __
~~~ To be interviewed by the researcher two to four times, each interview lasting
no longer than one hour.
111
To be paid $20.00 per interview.
111
To have interviews tape recorded, or notes taken, during interviews
111
To have the researcher visit and record observations during everyday
activities on two to five occasions
Signature
Relationship to participant: _ _ _ _ _ _ _ _ _ _ _ __

Date

Permission obtained b y : - - - - - - - - - - - - - - - Date
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Proxy Consent
Western Michigan University
School of Public Administration
Peter Kobrak, Principal Investigator
Carol Sundberg, Co-Investigator
You are been invited to participate in a research project entitled "Examining the
Meaning and Experience of Self-Determination and Its Impact on Quality of Life
for Individuals with Cognitive Disabilities." The purpose of this study is learn how
people with a cognitive disability experience control over their own lives, and how
it affects the quality of their lives. This research is a dissertation being conducted
by Carol Sundberg, and will be submitted for publication in a research journal.
You will be interviewed for up to one hour, about the life of your family member,
or individual you represent, who has a cognitive disability. The interview will take
place at a convenient location of your choosing. The interview will be tape
recorded. This research will be conducted during a six month period between
March and August of 2003. The researcher is someone who has worked in
community programs for over twenty years helping people with a cognitive
disability.
There may be no immediate benefits to you for participating in the research.
There may be benefits eventually to people with a cognitive disability who receive
community services if a better understanding is gained from the research about
how to enhance the quality of life of people with a cognitive disability. You have
the option to stop the interview at any time, and refuse to answer any question
without any negative result.
The information collected from this research will be the tape recording and
interview transcripts. This information will not contain your name or the name of
your family member or individual you represent. The researcher will assign a
code number to each interviewee and refer to an individual by number on all tape
recordings and interview transcripts. Once information is collected and analyzed,
the tape recordings will be stored for seven years in the researcher's locked file
in the researcher's office. Personally identifiable information you provide about
your family member or individual you represent will be kept confidential. Any
reference to individuals in the written results of the research will disguise the
identify of the participant and the program they attend or county in which they
live.
You may withdraw from this research at any time, without any negative effect on
services to your family member or individual you represent. If you have any
questions or concerns about this research, you may contact either the
researchers Peter Kobrak at 387-8941 or Carol Sundberg at 387-7175, or the
Office of Recipient Rights at (269-553-8136). You may also contact the chair of
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the Human Subjects Institutional Review Board at 269-387-8293 or the Vice
President for Research at 269-387-9298 with any concern that you have.
This consent document has been approved for use for one year by the Human
Subjects Institutional Review Board (HSIRB) as indicated by the stamped date
and signature of the board chair in the upper right corner. Do not permit the
individual you present to participate if the stamped date is more than one year
old.
Your signature below indicates that you agree
ill

ill

To be interviewed for no longer than one hour by the researcher about the
life of a family member or acquaintance
To have interviews tape recorded, or notes taken, during interviews

Signature

Date

Permission obtained by: _ _ _ _ _ _ _ _ _ _ _ _ __
Date
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Western Michigan University
School of Public Administration
"Examining the Meaning and Experience of Self-Determination and Its Impact on Quality of Life
for Individuals with Cognitive Disabilities"

Script for Participant Recruitment

Introduction and Purpose of Call
+ I am calling because your family member, or an individual for whom you have legal

+
+

+

guardianship, has been invited to participate in a research project to gather information about
how self-determination affects the quality of life for individuals with cognitive disabilities, or
mental retardation.
The study is a dissertation being conducted by a student at Western Michigan University,
Carol Sundberg, who will also want to submit the results for publication in a research journal.
I have not given your name, or the name of your family member, or individual you represent,
to the researcher.
I would like to tell you about the research study and ask whether you would like to have your
family member, or individual you represent, participate.

What the Study Would Involve
+ If your family member, or individual you represent, participates in the study it means that
+
+

+
+
+
+
+

he/she will be interviewed two to four times by the researcher and asked to talk about his/her
life.
Interview questions will be about what places they go to, who they consider friends, what
decisions they make about their life, and if they are satisfied with their life
Your family member, or individual you represent, can choose the location for these
interviews.
The interviews may be tape recorded.
You can pick someone to be present during the interview or at other times.
The researcher will also want to visit two to five times with your family member, or individual
you represent, to observe his/her everyday activities, such as visiting at home, at a day
program, or while engaged in a community activity.
The researcher would spend time during the study getting to know your family member, or
individual you represent, while taking notes.
One other person who knows your family member, or individual you represent, well will be
asked to be interviewed.

If You Agree to Have Your Family Member Participate
+ I would like to meet with you and tell you more about the research and how information will
be confidential, how long the research would take, and answer any other questions you have.

+ You also have to sign the permission form if you decide to have your family member, or
individual you represent participate.

+ The researcher is available to talk to you more about the research as well, and if you choose,
the researcher can meet with you or answer questions over the phone.
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+ The researcher is someone who has worked in community programs for over twenty years
helping people with a cognitive disability.

Closing Statements
+ Do you want to meet with me to learn more about this invitation to have your family member,
or individual you represent, participate in the research?

+ Do you want to speak with the researcher, Carol Sundberg, about the study?
+ If you choose to speak with the researcher, you can call her at 387-7175 or she can call you if
that would be more convenient.

+ The researcher will not know the name of your family member or individual you represent at
this time, until you have signed the permission form.
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Personal Identification: Tell me about yourself. (Do you have a best friend, brothers or sisters, a
roommate?) Tell me about what you did when you were young. (Did you go to school?)

Places: Tell me about places where you go. (Where do you like to go, don't like, good places, bad
places.) Tell me about how many times you go, who decides if you go.
People: Tell me about who you go places with and whom you spend time with. (Who decides whom
you go with?) Tell me about whom you like to spend time with. Tell me when you see this person.

Friendships: Tell me about someone who is your friend. Tell me about your neighbors. Tell me
about who you go to school/work with.

Satisfaction: Tell me about what makes you happy, sad. Do you have a good life? Do you know
someone who has a better life? Do you want something to be different in your life?

Support Staff: Tell me about who takes care of you (shopping, food preparation, personal schedule,
household maintenance, money). Do they help you? Tell me what people do to help you. What
should they do to help you better?

living Arrangement: Tell me about where you live, with whom. Tell me what you like about home.
Where do you want to live? Do you buy your own clothes? Did you pick out your clothes today?

Self Concept: Tell me a story about you. What is important to know about you? If a new staff was
going to start helping you, what is important for them to know about you? If you made a new friend,
what do you want them to know about you.

Physical Health: Tell me about your health. Tell me if you are well or if you are sick.

Material Possessions: Tell me about your favorite things. Tell me about things of your own that you
like. Tell me about something you want to get.

Authoritv: Tell me about who makes decisions (insert examples about daily living). Tell me what
decisions you made today. Do you have a boss? Do you have your own money?

Goals: Tell me about what you want to do next. Tell me about any plans you have for a vacation, a
job, something you want to do. Tell me what you would wish for if you had a magic wand.
Personal Schedule: Tell me what you do every day. Tell me why you do this.
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Representative Statements and Observations Lacking Self-Determination
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Lacking Self..Comrol
"The one thing that I really don't, my only dislike is that twice a year my church has 4 hours of videos."
I don't decide what to do during the day.
"I wish my mom would let me stay home more often."
I don't decide what to do (at day program).
"Watch boring movies on TV (at day program)."
"I don't like going to school in the snow. It is too cold."
Getting my personal care needs met.
Staff take me (to someplace without my approval.)
(No choice where) they take me and how long I'm out.
"The staff decide to take me on a different outing (than the one planned.)"
"Keep my body at home."
"My mom rarely let's me stay home."
"My mom decided where I live."
"My mom picked my roommate."
"Workers decide what I do".
Leaving my home overnight (for respite.)
Who feeds me and toilets me.
On Thursdays when they decide to take me on outings.
"Can't stay at home."
What staff I am with (at day program.)
"No one asks (me)."
"They just take me wherever they want to go."
They take me around animals and I am afraid.
Don't ask me if I want to go on a substitute outing when my activity is canceled, they just take me
somewhere else.
Someone changed my work without telling me.
"I can't (have phone numbers here)."
"I can't make phone calls."
I don't have a phone.
"My grandmother moved me out".
No choice to decide during planning meetings.
"Especially on Thursdays when they decide to take me on outings."
They won't let me decide.
She takes me all night to stay with her (at her house).
"My mom was talking about putting me in a group home."
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"My dad died (so I couldn't live at home any longer)."
Time I go to day program or come home.
Time l get up in the morning
They make me follow a grocery list.
Staff tell me what to do.
Staff decide not to do something.

"(l have to get up at) 5:00am".

"(I have to go) everyday."
Places like pet shops (where they took me) are not good for me (because of allergies.)
Don't like that other school.
Don't like the snow.
Don't like to go to school in the snow.
''I've tried, I've asked, but nothing has been clone {to get personal care needs met properly.)"
"They have to be careful of where they take me and how long I'm out."
"I didn't like it because it took 4 _ hours of my evening and I rarely had time to watch TV."
"One of the things they have to learn is how to cut up my food."

"I do not like to spend Saturday and Sunday going to church for 6 hours, that does not work, that does not
work."
No (can't stay at home) because my mom would just have a ....
"Staff do not put the diaper on right"
"When I started (at day program) I was on one team, then they switched me to another team, then they
switched me to another team."
"I'm afraid there is a chance I could get really, really sick, depending on where they go and if the animal is
loose."
"I went to the park, and there were these clucks around, and I thought that two of them or three of them
were going to get my feet."
I don't like (going to day program) every day.
No! I don't! (want work cleaning offices).
"I went to the Y and l had my suit on, and no one showed up, and no one showed up, no one showed up,
and it turned out that they decided to not have swimming at theY, and (no one told my mom)."
"It's hard being a grown up."
My mom is having a hard time with me.
The site was short staffed and they didn't have any activities for me to do.
They don't help me to the toilet
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Composite Description on Self-Determination
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Competence

Completing chores on own

Writing own name

Taking care of personal care needs without
assistance.

Reading a street sign
Locating stores of interest in the mall
Finding sa!es counter in a store
Residing in own apartment
Working 8 years at McDonald's
Assembling sandwiches at work
Keeping a savings account
Staying alone

Taking a city bus without assistance
Helping a roommate
Cleaning own apartment
Reading apartment ads in newspaper
Handling cash/money
Writing own checks
Paging someone at a public building
Problem solving how to locate someone

Pushing the alarm when assistance
needed

Selecting own food at self-serve buffet

Keep a savings account

Using a computer

Selecting personal assistant to hire

Recognizing when floor needs cleaning

Answering own phone
Volunteering at church or school
Dependence
Cannot be home alone
Cannot execute own personal care
Requires another to bring the food to the
table (even though capable of
independence)
Requires another around to feel safe
Requires another to manage money
Unable to walk
Requires assistance to complete
activities of daily living
Requires frequent affirmation from
another for activities of daily living

Need to get staff approval before deciding what to
do.
Support staff cooks dinner.
"Someone else decides to take me (somewhere)."
"They switch me to different support staff."
"They decide which outings I go on."
Leaving unwanted animal (cat) on bed.
Ask for permission to do something.
Moving wheelchair about.
Need help getting someplace in a wheelchair.
Others "take me" places
Someone must take care of me

Requires assurance from another to
respond to questions

Cannot manipulate objects without assistance

SelfmAwareness

Recognizes employment longevity ... "There's not
many people at McDonald's that will stay that long."

Concern over appearance "I didn't know
what you wanted me to wear (to the
interview)."
Knowing personal identifying information
(name, age, place of birth, school
attended) Knowing position in family (3rd
child)

Knowledge of people who like her " ... and they like
me."
Knowledge of good work record ''I'm a really, really
good worker. I cook the meat"
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Can describe personal stories about own
life (tells about past events)

Recognizes inability to count money "I don't do
cashier because I'm not good with money."

Recognizes how care needs impacts
others " ... my mom is having a hard time
with me ... "

Recognizes physical limitations (cannot ambulate)

Recognizes frailty of personal health
status "Those are the kinds of outings
that people like me should not go on
because they could .... (get sick)."
Knowledge of health care needs "I could
have a very bad asthma attack."

Recognizes when siblings don't include
identifies people without disabilities
Recognizes when insulted by another person
Recognizes likes and dislikes
Recognizes skill deficits "I don't have a checking
account because I don't know how to write checks"

Knowledge of prior residential locations

Identifies unique attributes of self as different from
others

Knowledge of label others give her "I am
high functioning."

Chooses words to describe self... "lovable"

Recognizes skill limitations " ... if we want
to go someplace they'll take us since we
can't drive ... "
Aware when support needed "My mom
needs help around the house with me."
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Appendix G

Quality of Life Significant Statements and Observations Personal Development
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Experience of Self-Determination
1.What is important to a person's sense of feeling in control over his or her life is the
authority to make choices and decisions guided by his or her own personal preferences.
2. Self-determination is experienced mostly in the ordinary everyday decisions about the
"when, what, where, and with whom," element of everyday life. Meaningful choices
are decisions such as what time to get up in the morning, how often to go somewhere,
whether to sleep in your own bed at night, or whether to go out in the cold snow.
3. MAJOR DECISIONS SUCH AS WHERE TO LIVE AND WHOM TO LIVE WITH ARE
IMPORTANT DECISIONS BUT ARE ALSO LESS FREQUENTLY ENCOUNTERED ON
A DAILY BASIS.
4. Self-determination is experienced when one has the ability to obtain what one wants,
when he or she wants it. In order to obtain what one wants it is important to influence
the action of others to execute your decisions.
5. Self-determination is experienced more in environments that provide opportunities for
one to influence others, where there is the opportunity to decide the "when, what, where
and whom" details of life.
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Appendix H

Composite Description Experience of Quality of Life
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1. In general, a person's perception is that he or she has a good quality of life.
2. A disabling condition does not appear to influence the perception of overall well-being.
3. Despite some obstacles created by a disabling condition, a person would not change much about his
or her life.
4. There are few things a person longs to do or wishes he or she could do differently.
5. There are few things a person feels denied because of his or her disabling condition.
6. In general, a person's belief is that he or she has the possessions needed to live a good life.
7. People overwhelmingly report being happy.
8. Quality of life is enhanced when people obtain what it is they want, when they want it, particularly to
have their immediate needs met.
9. Self-determination enhances quality of life when a person is able to obtain what they want, when they
want it
10. Self-determination impacts a person's quality of life in relationship to the extent that his or her
capacity to obtain what they want, when they want it, depends on the actions of others. The more a
person depends on the actions of others to get what they want, the more important becomes the ability to
direct the action of others.
11. Quality of life is reduced when people worry. People worry about certain events over which they do
not have control, such as personal safety and health. These worries may be intensified or increased by a
disabling condition.
12. A lack of self-determination can cause people to worry. Many of the things that make a person
unhappy, and that they would change about his or her life, have to do with decisions others have made.
13. Self-determination therefore impacts a person's quality of life, in particular his or her emotional well
being, when decisions are made by others without his or her consent and involvement.
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